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Abstract

The purpose of this phenomenological study was to understand the gap that exists within the
literature concerning the parent’s perspective for incorporating Autistic individuals into the life
of the church. The theory guiding this study was Maslow’s hierarchy of needs. In Maslow’s
hierarchy, there are five level of needs. These areas are physical needs, security needs, love and
belonging, esteem needs and self-actualization. These are the most basic needs whether someone
is disabled, has special needs, or has no problems at all. The problem remains, far too often,
those individuals who are on the Autistic spectrum are looked at as being sub-human. They are
looked at as being different and unable to grasp the concept of God. Scripture tells us in Matthew
4:4 “Man shall not live on bread alone, but on every word that comes from the mouth of God”.
Maslow was precise in identifying the basic needs, but man has a basic need for God above all
else. Man’s self-actualization is becoming like Christ. Autistic children deserve the chance to
develop a relationship with God as well if churches are willing to become more inviting. This is
not happening enough. The individuals who can explain why this phenomenon is not happening
are the parents of Autistic individuals. This study aimed to examine the research to gather data
and a perspective that is missing within the literature. The methods that were used to gather this
data was questionnaires, surveys, and phone and personal interviews.
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CHAPTER ONE: INTRODUCTION
Chapter One begins with a breakdown of the framework for the research including the
Background, the Historical Context, the Social Context, and the Theoretical Context. The
history of inclusion with Autistic students over the years has been more focused on
incorporating this population into the education arena instead of into a church. Today, the
Autistic community is growing at such an alarming rate (1/40 children) (Brogen, 2019), that it is
becoming more and more difficult to be ignored. Even though this statistic is unbelievable, the
move towards incorporating the special needs population into the life of the church is still at a
slow pace. There are multiple reasons for the slow pace. These reasons can be lack of
understanding of the Autistic community, lack of understanding how to devise a ministry for the
Autistic community, or possibly even a lack of comfortableness by the families and parents of
the Autistic individuals to include them within a church program. These are just a few reasons,
but the third reason, the lack of trust by the family, remains one of the biggest gaps within
research today. This planned research examined the definition of Autism, the reasons for
including the Autistic community within the life of the church and a strong look at the gap in
research which is the parents’ perspective regarding why the move towards inclusion is slow in
progress. This was a phenomenological study, and the research was done through a literature
review, interviews, and questionnaires.
Background
Individuals and families attend church or worship within a building for one reason or
another. It could be because, within the family, the parents were raised in this type of
setting, so they want the same for their children. It could also be the search for ‘meaning of
life’ as he or she has come to a point in their lives where meaning has taken on great
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importance. Regardless of the reason, they are looking for something and, hopefully, they
feel welcome when they get there. This is not always the case simply because people are all
different and people make up the church. All individuals are imperfect. Individuals or
families at times can be turned away because they are not typically developing children, and
there is uncertainty in how to help or handle those individuals who are not typically
developing. This rejection should not be the case whether the approach to the situation is
from a psychological or a Biblical perspective.
If the approach to the problem is from a psychological perspective, all individuals
should be given the right to find God, to get a perspective on life, or to find meaning in the
life he or she has. This was not always the case. Individuals with disabilities have slowly
had their rights increase over the years. Even now, more than ever, he or she is looked at as
an individual and not just someone with a disability. An article in 2013 (Ault, et. al.), shared
that rights for individuals with disabilities are becoming more prominent with the focus on
The American Association on Intellectual and Developmental Disabilities (2009;
AAIDD/The Arc). The Association issued a policy statement saying, ‘‘people with
intellectual and/or developmental disabilities must be able to live the lives they choose and
have a good quality of life’’ (Ault et. al. 2013). Individuals with disabilities should have the
right to find positive and meaningful experiences and relationships within their lives in the
same way as a typically developing person. This need leads us to the Biblical perspective.
The church is a place that prides itself on being welcoming to all individuals. This is
not always the case, though, because many times, unfortunately, it may depend on how
different an individual is before the church may decide whether to be welcoming to the
individuals who are looking to enter. In Barnes (2012), the author reminds the reader that
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Jesus invited all children to come to him. She starts with Matthew 19:14, “Jesus said, "Let
the children come to me and do not hinder them, for to such belongs the kingdom of
heaven" (English Standard Version). This verse states that heaven should be a refuge for all
children, regardless of whether they have a disability or not. Inclusion should not just
happen within the school setting. Even though it can be difficult to include individuals with
disabilities within the life of the church, research is starting to show that there are
advantages in including individuals with a disability because these individuals are able to
associate with other individuals who do not have disabilities and can learn from them. This
can include such things as displaying less isolated play and fewer inappropriate behaviors
because of age-appropriate role models (Holahan & Costenbader, 2000). It can also include
improved gains in language, cognitive and motor development and play skills (Stahmer et.
al. 2003). The challenge to understand the special needs community and be inviting to them
within a house of worship has been a challenge for a long time. To gain perspective and to
begin to understand this push to take on this challenge, this problem can be looked at from a
historical, social, and theoretical perspective.
Historical Context
Historically, within the research of inclusion of special needs individuals into the
community, the push has been mostly examining how to include this population within
schools and individual classrooms with individuals who are not special needs. Within the
church, this has not always been the case. Within the church, there seems to be a strong
sense of ableism. Ableism can be described as discrimination and social prejudice. It is the
belief that those who have disabilities are inferior to those who do not have disabilities. It
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keeps those who are disabled from enjoying the benefits and activities that could be made
available to them if people were willing to try to change their perceptions.
Yong (2011) states this is part of the problem with society today. It causes people to
exclude those who are disabled. Yong states the following:
Historically, and even across wide swaths of contemporary life, ableism presumes
that people with disabilities are subhuman, menaces to society, or objects of pity,
dread or ridicule. And just as with racism and sexism, the excluded minority
population internalizes the views of the dominant culture so that people with
disabilities also come to understand themselves and act in ways that confirm the
expected stereotypes. (pg. 11)
Perhaps one of the biggest difficulties in being inviting to individuals with Autism (Autism
Spectrum Disorder/ ASD) is the understanding of the nature of it. Autism is not a disease.
There is no clear determination what the root cause of Autism is. It is a developmental
disorder that can cause problems with communication and behavior (Bhandari 2019). There
is no known cure, and it is not contagious. In an article written in 2018 by Gialloreti and
Curaatolo, the authors described ASD (Autism Spectrum Disorder) as a disorder and not a
disease. In fact, they suggested it is to be looked at as multiple disorders. “Actually, ASD
increasingly appears to be not a single disorder, but a blend of common core symptoms
accompanied by a large variability of other symptoms.”
School education legally must be made available to all young people; this is not the
same with education within the church. In 1975, The Individuals with Disabilities Education
Act was passed making education free to all those with disabilities. The act was then
reauthorized by Congress in 2004 and then amended in 2015 with The Every Student
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Succeeds Act (United States Department of Education). Historically, education within the
church is not placed with the same importance as education within the schools. Throughout
the years, there seems to be a continual disagreement about how religious and public
education should be or could be combined. This fact, as well as the belief or the
misconception that special needs children are inferior and not as important, can then help
explain why ministry to those with disabilities is something that is still a work in progress
for many places of worship.
There may never be any clear answer, but with the right program and the right
assistance, individuals with Autism can benefit from can benefit from public education as
well as religious education. In a study by Howell and Pierson (2010), four families from
different churches were interviewed regarding their families’ participation in Sunday school
while having a child who has Autism. One mother reported her daughter loved church as a
young child, but as she has gotten older, she struggles since the music, and everything
involved in the service together is ‘too much for her.’ Another mother reported her daughter
was able to attend when ‘modifications were made towards the child’s interests and
strengths.’ This is the context that seems to be the consistent answer. These parents
considered religious education important. These individuals with Autism were able to attend
if an aide was with them and if modifications were made for them within the facilities and
the education provided. This provides strength to a special needs ministry. It is a ministry
that either must be a priority in each individual church or have been pushed by a group of
parents within a local church to get started. It is a ministry geared towards a population.
This is where the social context comes into importance. A congregation must feel it is
necessary to include individuals with social needs within their education program as well as
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believe he or she can survive socially, and the family must have similar beliefs as well so all
can work together for the good of the individual.
Social context
One of the fears it seems in incorporating special needs children into a classroom
with children who are not special needs is that he or she will not feel comfortable or that he
or she will be a total disruption to the class. Within a church setting, and any other setting,
this can be understandable, but adaptations can be made for all. The more educated the class
and the teacher are regarding the child who has special needs, the less stress and the better
the transition will occur. This is difficult, though, because it is hard to find trained
professional people who are willing to volunteer within a church setting.
In a study done by Ault et. al. (2013a), over 300 parents who have an Autistic child
were interviewed from over 35 states pertaining to the complexity and difficulty of their
children being involved within the life of a church. Children with disabilities could
participate in the same activities as children without disabilities, but the overall scheme was
different. The following statements represent the results:
1. Children with disabilities were participating in activities that would take them to
a deeper level such as sharing their faith even though their parents were.
2. Only 6.2 % participated in non-segregated activities with their peers.
3. Large portions of the families reported there was no additional support for their
families even though it was needed for them to participate.
4. Parents reported not participating in activities because it was required of them to
assist their child in participating in activities.
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5. “Parents who had sons or daughters with ASD were more likely than parents of
sons or daughters with mild or severe intellectual disabilities to feel less
supported in their faith community. Given that some individuals on the Autism
spectrum can exhibit challenging behaviors (e.g., not sitting still, making noises),
it may be that faith communities are uncomfortable with or untrained in working
with those individuals, resulting in parents not feeling the support of the
community” (p.58).
6. 91.5 % of the parents reported that a ‘welcoming attitude’ greatly influenced
their decision in whether to participate in activities.
This is only one study, but it is a perspective that is needed that is not researched
enough. In another study in 2010, Howell and Pierson echo this statement saying; “Limited
research, however, has explored the perspectives of parents of children with Autism
regarding this important dimension of their lives.” The decision is whether to attend a local
congregation if sufficient support was available for their family and their child with a
disability. The decision to attend a church is hard enough for a family to decide. It becomes
even harder if they must convince the church to be more inviting or if they want the church
to reconsider their theoretical and theological framework. This is the purpose of this study.
Churches need to rethink their theories and their theology and see God wants Christians to
be inviting to all people because he has created all people, and everyone is His children.
Theoretical context
Churches identify themselves as faith communities, but a community consists of
many kinds of people. Not all people think the same and act the same within a community,
and people are accepted for being different. Why should a church be so different? It is so
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different now because it has always been different. As mentioned earlier, disabled people
are often looked at as being less than fully human. On paper and in theory, it sounds good
that churches should be inviting to all people; the problem is getting past the fears and
misconceptions and getting to the theory. The reality is that both sides (the church and the
family) can be hesitant to get involved but for varied reasons, of course. In Webb-Mitchell’s
book, (1993), the author addresses this difficult problem. He says having a child with a
disability is like having a child that dies hundreds of times a day. The parent realizes each
day the child cannot do what ‘normal’ children can do. On the other hand, the church is in a
tough spot as well and feel just as fragile as they try to provide support to the child and the
family. They often do not know what to say or what to do and are so afraid to offend that
they often say or do nothing at all instead of doing or saying the wrong thing.
The question then is what the best way is to go about including children with
disabilities within the church and should we do it all. Carter (2007) says it depends on the
outlook of the church. Does the congregation look at the situation as a challenge and is
eager to find answers, or does the congregation, when it is faced with these questions,
consider this a stopping point and not want to go any further? He believes it is the
congregations that are the barrier from keeping people with disabilities becoming involved
and being a part of the life of the congregation and not the intellectual or developmental
deficiency that can exist within an individual with a disability. Carter (2017) reports of a
study done by the National Organization on Disability in 2004 that found that the
percentages were almost identical of the respondents who considered faith to be important
in their lives between those who had a disability and those who did not. Thus, faith can be
important to anyone, but, as mentioned earlier, Autistic individuals are often considered
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subhuman. This could lead one to consider education within the church to be a waste of time
because this means Autistic individuals would not have the mental capabilities and would
not be able to comprehend Jesus or any part of the Gospel. Even if there is a thought that
individuals with Autism do not have the mental capabilities to understand the concept of
Jesus, it does not mean he or she would not have faith needs.
In Maslow’s hierarchy of needs (1943), all individuals have the same basic needs.
These needs are the following: Physiological, Safety, Belongingness and Love, Esteem and
Self-actualization. As each need is met, the individual is satisfied, but continues to seek the
other needs. Poston (2009), within his research, stated that Maslow also was referring to
‘being needs’ as well as deficit needs. ‘Being needs’ are internal and at the very top of the
pyramid of Maslow’s hierarchy of needs. In examining the pyramid (see Figure 1), selfactualization is at the top of the pyramid. ‘Being needs’ are the very top as well and tie into
self-actualization. Poston (2009) states that the ‘being needs’ have nothing to do with the
lower deficit needs, only with self-actualization. With his example, it is clear to see that one
‘being need’ would be spiritual, but the internal concept would be self-actualization (See
Figure 1).
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Figure 1
Maslow’ Hierarchy of Needs

Removed for Copyright

After self-actualization occurs, the hope is that their focus is no longer just on
themselves. Hopefully, the focus is “no longer as much about pleasing others as it is giving back
or sharing this part of who they are” (Poston 2009, pp. 351-352). This focus, in essence, can be
believed to be spiritual. There can be reflection as to how he or she fits within the world. The
person needs to have gotten to the point where they are truly satisfied with themselves. If one is
satisfied with himself or herself, one can be at peace and hold one’s life to higher standards.
With self-actualization, comes a focus on bettering oneself like a Christian’s focus of
becoming more like Christ. Maslow defines the most basic definition of self-actualizing as
“getting to know oneself, while being okay and unconditionally accepting of whatever it is that
he or she discovers” (Poston 2009). As an individual, one must be able to accept who he or she

25
is. As a Christian, one is striving to discover who he or she is and trying to accept it as well as
trying to discover any gifts one may have.
An individual with Autism is fighting this same uphill battle every day. He or she is
trying to live in a world where they are accepted for who they are with their gifts and with their
limitations. Autistic individuals need to learn about themselves as well as to learn how to help to
meet the needs of others if they can. This is self-actualization. This is their state of being. It is
the same as anyone else.
A large question that needs to be addressed is what self-actualization would look like
within the life of a child with Autism. One of the best ways to address this task would be
through the individual’s IEP. The IEP looks at the individual’s specific learning needs and then
designs a program that will help meet those needs. Every person that is involved in working
with the child (teacher, speech therapist, occupational therapist, etc.) is all part of the team that
comes together and develops this plan and then meets periodically throughout the year to
evaluate and, if necessary, redesign the plan to meet the child’s changing needs. Croft et al.
(2009) reported on the earlier works of Santrock et. al. (2008) that one of the best ways a child
with special needs can reach their point of self-actualization was by using the IEP that was in
place and evaluating it using the scientific method. The scientific method involves five steps
which include “(1). Identifying the educational problem by posing a question and generating a
hypothesis about how to solve the problem. (2). Collecting the data. (3). Analyzing the data. (4).
Drawing conclusions. (5). Revising one’s theories about what was learned” (Croft et al., 2009).
An example of what this plan would look like can be seen in Figure 5 of Croft et al.
(2009, pp. 110-112) of a child that was previously worked with named Sara. The goal was to
help Sara begin to understand a basic life skill in understanding the concept of clean. Part of her
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self-actualization process was to learn how to clean herself up using soap and water so that she
would eventually be able to do this herself every day on her own. The task involved her first
cleaning up her doll and seeing the difference between clean and dirty and then cleaning up
herself. The ability to understand the difference between clean and dirty can then slowly be
learned through repetitive behaviors until the concept can be grasped. This is only one example
of self-actualization for a child with disabilities, but it gives insight into a possible method that
can be used so that the child or individual involved can begin to take care of themselves without
totally depending on the help from someone else in what is usually considered a “normal” daily
activity for someone who does not have disabilities.
This is a learned process that takes time and patience from those who are assisting in the
learning process. One of the best ways to help anyone who is in the community of special needs
individuals who are Autistic can reach this potential is if they are helped by someone else. The
best person to give insight into how to achieve this goal is their own parents. Once this is
learned, then the next step will be to help provide avenues into how to promote spiritual growth
within the lives of these individuals. This is where the gap in the literature currently exists. The
gap is insight into the daily challenges that these individuals with special needs face and the
coping strategies their parents and caregivers utilize to help them towards independence and
self-actualization. Insight into these areas will enable other agencies such as local congregations
provide better assistance and help them to become more inviting to the Autistic community, so
spiritual growth can occur as well as other areas that the child is working on towards selfactualization. This is the purpose of this research.
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Situation to Self
The motivation behind me doing this study comes from my own family as well as friends
of our family and the struggles all of us have had in seeing our special needs children who deal
with the disorder of Autism be able to integrate into the life of the church we would wish to or
already attending. My wife and I have three Autistic young men (Jake 19, Andrew 15, and
Stephen 12), and we have yet to find a church where we and our children can attend as well as
be part of the life of the church. I have worked for four separate churches since I have finished
seminary, and none of them could have all three of our boys involved in the church. There have
always been difficulties. I know too many families and have too many friends I have seen shy
away from attending church because they believed their Autistic child would not understand or,
more importantly, they believe their child would not be welcome. I have tried on several
occasions to start a special needs service at the different churches I have worked for over the
years. Time and time again people offer to help me because he or she understood what I was
trying to do, but then they turn around and create another traditional worship setting. There is
often a lack of understanding how to make a church accessible for someone who has a disability
(Möller 2012).
My frame of reference besides being a parent of three Autistic children of my own is
someone who has been involved in ministry for over 25 years working with Autistic adults and
teenagers, as well as someone who is educated. I have three master’s degrees, which include
education, divinity, and Autism. I have worked in the field of special education as a Behavioral
Specialist Consultant and a Mobile Therapist. I have worked as the Pastoral Care Coordinator
within my church for the past five years, and I am a doctoral student at Liberty University
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within their counseling programs. My experience and education speak for themselves. This is
my passion to reach out to the special needs’ community.
Ontologically, it has been expressed to me repeatedly that individuals with Autism are
not normal or are less than human (Webb-Mitchell, 1993, p.43). Church leaders and society both
have offered fragile support to this community and have mistaken beliefs which have led to
faulty theology (Webb-Mitchell, 1993). Colossians 1:16 says, “For in him all things were
created: things in heaven and on earth, visible and invisible, whether thrones or powers or rulers
or authorities; all things have been created through him and for him.” He made everyone, and
desires to have relationship with all regardless of any flaws. It is my mission, my call, while
here on this Earth to make this happen as much as possible. All individuals should be given a
chance to know Him and have a relationship with Him.
Problem Statement
The problem is there is a shortfall of information regarding the lived experiences of
parents of children with Autism and incorporating church life into the child’s world. A parent
who is raising an Autistic child is someone who must wear many ‘hats’ so that he or she can
fulfill the roles their child needs them to play. This could be the role of parent, advocate, best
friend, caregiver, advisor, or confidant, just to name a few.
An Autistic child can require many levels of support (see Figure 2). There has been an
abundance of literature focusing on inclusion and the special needs child within the community
(i.e., schools and places of worship). These situations can be crucial in the development of the
child. Each of these areas that the child becomes involved in requires assistance and
understanding to assist in the child with transition. These children require very rigid schedules,
so transition can be exceedingly difficult. A parent can be a key contributor during this time
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because of their lived experiences with the child. Experience is at times more valuable than
education, especially when it comes to dealing with a special needs’ child. In examining the
literature, there is not as much information on parents’ perspective on how to make these
transitions easier. This lack of literature is also obvious in searching for empirical studies that
have been done to find avenues to reach out to families with an Autistic child. Only 18 studies
were found in attempts to reach out to the family as a whole unit or to go further insight by
examining the parents’ perspective (Ault et. al. 2013a; Ault, Collins et. al. 2013b; Breeding &
Hood, 2007; Carter, 2007; Carter, 2011; Carter, 2016; Cashin, 2004; Clancy, 2009; Gajeton,
2015; Gilson et. al. 2017; Gosztyla & Gelletagelter, 2016; Hebert & Koulouglioti, 2010;
Hoogsteen & Woodgate 2013; O’Hanlon 2013; Pandya, 2017; Poplin, 2015; Tarakeshwar &
Pargament, 2001; and Woodgate et.al., 2008). Among these research articles, only eight tried to
look at the situation through the eyes of a parent (Ault et. al. 2013a; Ault, Collins et. al. 2013b;
Cashin 2004; Gajeton 2015; Hoogsteen & Woodgate 2013; O’Hanlon 2013; and Woodgate
et.al., 2008). In examining the situation from a parent’s point of view, the outlook to the
situation becomes completely different. Instead of trying to grasp an understanding of the needs
and the life of someone who is Autistic and the struggles their family is going through from a
view on the outside like staring into a fish tank, the researcher can take an introspective look
into the life of the individual by hearing of life experiences firsthand from those who are going
through these challenging experiences every day.
A perfect example is by taking one of each of these studies from both lists. In the Pandya
(2013) article, 1138 practitioners in the field of disability across 12 countries were interviewed
regarding practitioners’ views on spirituality for parents of disabled children. While this
information was professionally researched and could be put to practical use, it was from the
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practitioner’s point of view. A practitioner would have good knowledge of a situation where a
parent must raise a child with a disability; their perspective is limited because they only see the
family from a certain point of view. A more introspective study is the one done by Ault et. al.
(2013a), in which they interviewed 416 parents or caregivers, and their focus was “What if
anything has prevented you or your family from participating within the church?” There were
also additional open-ended questions which would help draw out the lived experiences of some
of the parents when their child was a part of a church educational program. Examples of these
questions are as follows:
1. Have you found places of worship to be supportive of including your child in religious
activities?
2. Have you ever changed your place of worship because your child was not included or
welcomed?
3. Have you ever refrained from participating in religious activities because your child was
not included?
The researchers were trying to hear from the parents whether the programs they were
involved in were accepting of their child or of their family. A clear picture of this it would seem
to be best coming from a parent view instead of a practitioner. The results were not even as high
as 50%. “Parents did not perceive a high degree of supportiveness of including their sons or
daughters within the places of worship they attended. Only 42.5% described their congregations
as supportive; 41.1% described their congregations as sometimes supportive; 12.7% indicated
they were not supportive; 0.3% said they did not attend a congregation; and 3.4% reported that
they did not know” (Ault et al., 2013a, p. 55).
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More precise and accurate information can be obtained by gaining the parents’
perspective regarding the program, the staff, and the theology that will be used regarding
research with Autistic individuals. Many of these individuals may have trouble communicating
their own perspective, so the most reliable source is the parents who are used to being an
advocate and voice for their children. The hope of this study is to continue to build on this
perspective. The information obtained will increase awareness providing ministry to the Autistic
community and help others to see them as individuals who are unique in some ways, but in many
ways just like everyone else.
Most of the literature that has existed in the past regarding special needs and inclusion
has been focused on including these individuals within public education and not with education
who do not have special needs. In starting out to examine Autism and inclusion, the literature
right away jumps to inclusion and education within schools (Bradley, 2016; Gray et al., 2014;
Ochs et al., 2001; Ravet, 2011). This deficit within the confirms the importance of the current
study.
These are just a few of the examples of research that can be found, but there are countless
others because the natural thought process is when one talks about inclusion and special needs,
they are referring to education. The research of inclusion and Autism within places of worship
has just begun to develop more and more over the last 20 years and the research on why parents
with a child who has special needs would or would not be involved within a church has been
developing even slower. Therefore, I have chosen this topic to educate and inform churches the
best ways to begin to develop a special needs ministry within their ministry programs is by
talking to parents of these individuals who have the life experience and can provide insight into

32
building the program. This is where the gap in the literature lies. Therefore, the research was
done in a phenomenological design.
The design I implemented within this research was phenomenological in nature because
it involved interviews, questionnaires, focus groups and observation. The study was necessary
because of the continuing growth of the Autistic community and the continual lack of depth of
information and education about the Autistic community within church education today. There
are also not many educational opportunities for future pastors to learn within their formal
education how to help meet the needs of this growing population (as stated earlier within this
research). There are approximately 194 seminaries within the United States and Canada (Church
Relevance.com). There are universities that offer Master’s in Autism, but educating future
pastors about special needs is usually not part of any seminary’s curriculum. Instead, he or she
must hope they can find volunteers that are knowledgeable or hope they can afford to bring in
outside help if they hope to develop a vital ministry. The population I am examining are parents
of Autistic children who attend worship. This is the problem that exists within the literature
today that would be helpful when a church either hopes to enhance their ministry to the special
needs population or hopes to start a new one.
The most recent research shows a fear and lack of understanding in trying to think of
ways to reach out to this community. Recent research shows an overwhelming feeling of lack of
respect for the community looking at the Autistic community as less than human and recent
research shows a lack and willingness for churches to adjust their curriculum or finding new
ways to integrate the special needs community into the life of the church. The prevalence of
Autism from the CDC in 2020 showing that every 1 in 59 individuals in America have Autism,
but even this number seems high. The lowest rate is from an article by Brogen (2019) and the
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number is 1 in 40. There is a need for more education, a need for more willingness to
understand, and a need for more information from a parent’s perspective to build more relevant
and stable ministries to reach out to this growing population.
Purpose Statement
The purpose of this phenomenological study was to describe the life experiences and the
coping strategies of parents of children with Autism within Western Pennsylvania. The
researcher will collect data of parents whose children are involved with special needs ministries
of local churches. The data will be collected through observation, questionnaires, surveys, and
focus groups. The knowledge is to better understand the needs of the caretakers as well as the
needs of an Autistic child to develop ministries and programs that will help ease the burden of
the caretakers or parents. Individuals with Autism may not always be able to express their
desires or opinions so he or she needs their parents to be their verbal advocates. It is difficult to
understand what it means to be a person who has Autism. They are looked at as unique and
special individuals but are often looked at as being all the same. The best way to utterly
understand this population is to spend time with and to question those who take care of them.
Brock (2009) makes the following observation:
This methodological point can be summarized with a simple observation: the scientist
who studies the cognitive psychology of Autistic populations may still not grasp crucial
aspects of life with Autistic individuals necessary to care for them. Conversely, this sort
of knowledge may be much more obvious to those who have lived with and invested
themselves in people with Autistic individuals.
The theories guiding this study were (a) Maslow’s Hierarchy of Needs, and (b)
Bronfenbrenner’s Bioecological Theory. Maslow claimed that the basic needs fit into five
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categories: physiological, safety and security, belongingness, esteem, and self-actualization. The
basic needs came first, and as each level was met, the person moved to the next level until he or
she reached the top which is self-actualization (Lester 2013). Self-actualization is for all
individuals, even those with disabilities. The overall theory is that the more needs that are met,
the more psychologically, physically, and spiritually the person is adjusted. “The more these
basic needs were satisfied, the better would be the psychological health of the individual”
(Lester, 2013, p. 15).
Bronfenbrenner’s’ Bioecological Theory believes that three things influence the
development of the child: (a) the health of the body, (b) the environment the child grows up in,
and (c) the relationships within the environment (Paquette & Ryan 2001). The needs of an
Autistic individual are constant. The environment of an Autistic individual is one of isolation
and constantly changing as development of the child occurs. Parents of children with Autism do
have the best perspective of understanding these unique individuals because of their life
experiences, their day-to-day struggles, and their coping strategies to adjusting to the everchanging needs and twenty-four-hour care for these special needs children.
These two theories have helped me understand the importance of the interpersonal
relationships within the environments of an Autistic child. These two theories have also helped
me come to a firmer understanding of the importance of helping to meet the needs of the
caretaker as well as the needs of the child since the relationship between the two is crucial in the
development of the child. Understanding the needs of the parents of Autistic children can enable
more stable and better care for the overall family (Tarakeshwar & Pargament 2001). The
participants for this study come from local churches within the suburbs of Pennsylvania. At this
stage in the research, Autism will be generally defined as a disorder, but not a disease.
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Significance of the Study
This study of the lived experiences of the parents of children with Autism is
significant in many ways. Today, 3.5 million Americans are living with Autism Spectrum
Disorder (Autism Society 2014), yet it is one of the biggest gaps in literature when
examining what could be the possible best methods to include individuals with Autism
within the life of the church.
This gap is not unexpected. Mentioned throughout this study is the loneliness and
isolation that comes with raising a child with Autism. A study from Altiere and Vonkluge
(2009) echoes the sentiments that can be heard quite frequently from parents of an Autistic
child. The parents interviewed in the study spoke of their struggles and the
disappointments they encountered. They spoke of ‘having no life,’ and ‘not being able to
go out.’ They spoke of the sadness they felt because they believed they were unable to rely
on, or they had lost the social support of their church. They spoke of breaking ties with
their church because of the lack of understanding because of their child’s disabilities and
the feelings of distress because of also feeling the loss of support from family as well.
Support can be difficult to find living this life and additional support can be found with a
better understanding of the world of a child with Autism.
This study gives a voice for individuals who are often looked at as being subhuman
(Webb-Mitchell, 1993, p.43). With a better understanding of the disorder that it is a
condition and not a disease, this knowledge can then be used to assist with the future
education of any individual who desires to know more about Autism before working with
the population (Shore & Rastelli, 2006; Sicle-Kira, 2006).
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This study adds to the literature of education involving inclusion. Inclusion of special
needs individuals into schools has been a challenge that has been studied for many years.
Inclusion within the life of the church is a more recent challenge and course of study. Education,
knowledge of the individuals, training, staffing, and proper building space are all challenges in
ministry to special needs (especially Autistic individuals). Keely (2010) explains that when
churches develop their Sunday school program’s activities for children at the outset, they will
likely discover the programs are more enjoyable and more interesting for all the individuals (p.
134). Keely also made a point saying that if churches can learn to become welcoming to children
with disabilities, it will be a good lesson to be welcoming to all (p.134). There have been many
studies regarding the theology, the challenges, and the purposed ministry avenues to explore with
those individuals who are Autistic ( Goldstein & Ault, 2008; Hedges-Goettl, 2002; Hobbs et.al.,
2016; Kleinert et. al., 2010; Kilburn, 2013; Lee, 2018a; Lee, 2018b; McGee, 2010; McReynolds,
2016).
This study contributes theoretically to Maslow’s Hierarchy of Needs (1934) and
Bronfenbrenner’s Bioecological Theory (1979). The challenges, and stressors of raising an
Autistic child can become overwhelming as the child attempts to learn and grow and develop as
well as attempting to fit in to society. Abraham Maslow believed that all individuals had needs
and desires through stages of their lives. The highest need is self-actualization and the desire to
love someone else and to be loved. Maslow defines the most basic definition of self-actualizing
as “getting to know oneself, while being okay and unconditionally accepting of whatever it is
that he or she discovers” (Poston, 2009). Autistic individuals need to learn about themselves as
well as to learn how to help to meet the needs of others if they can. This is self-actualization. In
Bronfenbrenner’s Ecological Systems Theory (Paquette & Ryan, 2001), there are six systems
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within the theory, and each system affects other. If an Autistic child’s parents can provide them
with positive influences, the child has a better chance of reaching self-actualization. With their
parents involved, an Autistic child’s needs and wants can be better determined and explained by
those who are involved within the child’s life and education. The study gives another voice to
the value a parent is to the life-situations, opportunities, needs, and spiritual guidance that a
special need’s family may need.
This study contributes to field of special needs individuals (particularly Autism)
and the field of parenting. Parenting a child with special needs is a daily challenge. As
stated throughout this work, there is little research regarding the parents’ perspective in
trying to raise a child with Autism as well as getting their child involved within the life of
the church. This study helps provide additional information and a fresh insight into the life
of raising an Autistic child. Experiencing this challenge firsthand is different than just
reading from a book. Without living with a family that has a child with Autism or has a
child with a disability, any perspective comes from a limited viewpoint. Both schools and
churches see these families within limited settings. People are simply not aware of the
needs of families with a child who has a disability, and they do not know how to offer
support. Too many children and adults remain from others in their communities;
experience lives of poverty; or lack the resources, opportunities, and support to pursue and
attain personally important goals (Carter,2007; Gardner & Carran, 2005; Park, Turnbull &
Turnbull, 2002). This research helps give insight into these families’ isolated world. It
gives a voice to a population that struggles to have their own. It gives hope to families,
educators, and therapists who fight for what is best for these individuals daily. It helps
churches develop ministries that can reach out to these families on many different levels
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(Freedman et. al., 2012; Gajeton, 2015; Gosztyla, & Gelletagelter, 2016; Hebert &
Koulouglioti; 2010).
Research Questions
To understand how a church influences the family with a child diagnosed on the Autism
spectrum, questions were asked of families with children that have ASD that revealed personal
experience and personal perspective. These questions were as follows:
1. What possible types of support is an ASD parent looking for from their church they are
attending and are they planning to get involved?
This question is important to the study because a family will not stay if they do not feel they
have the support of the church or if being in community with others causes embarrassment
for the family by having their special needs child in a public setting. By providing support,
the church is providing themselves as another support system to the family and the child
(Breeding, 2007; Ault, 2013a).
2. What kinds of impact does a family’s relationship with its church have on its ability to
cope with the stress of having a child with ASD?
This could depend on the church and the family, there is no universal answer here. Some
families would report that their relationship with their church has no impact on their family
or releasing any stress from their life. In 2001, Tarakeshwar & Pargement reported that 30%
of children of families with a child who has Autism felt abandoned by their church. This
seems like a significant percentage, except where is the 30% taken from regarding sample
size. In another report from 2001, Collins et. al. stated that families with religious ties have
better coping skills. They felt having a strong tie with the church provides three things: they
help to provide 1) a framework to make meaning, 2) practical resources, and 3) hope that can
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lead to positive acceptance (Poston & Turnbull, 2004). All this is good of course if the family
is comfortable with the church and the program. Basically, the impact can be extraordinarily
strong either way either positive or negative depending on what the relationship is that exists.
3. What would help to make a family with a special needs’ child be aware of the programs
for their family within their church and how can the program be more welcoming so the
family would feel there is an open invitation for them to a part of the church?
This question is important to the study because the ministry wants the family to feel welcome
within the church. If the family feels welcome, then a trust can develop between the family
and the church. Laraque & Eigenbrood (2005), did a study examining the “welcomeness” of
a church. This was framework to help churches what was currently working within their
ministry compared to what needed to be fixed.
4. What resources will the church need to help support the needs of a family of a child who
has ASD?
This question is important to the study because if the church can figure ahead of time, they
can properly prepare with appropriate staffing, spacing, and have objects within the room
that will meet the sensory needs of the individuals they are trying reach out to. Carter (2007)
attests to this point in examining how to include people with disabilities in faith
communities:
As you outline your curriculum for the upcoming year, seek out ways to meaningfully
include children and youth with developmental and other lesson and activity. By
considering the needs of all children from the outset, teachers, and helpers will encounter
less difficulty adapting lessons throughout the year. (p.93)
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The more preparation that is done, the more comfortable everyone will feel moving forward
together.
Definitions
These are terms that are pertinent to this study and are listed and defined as the final
section of Chapter One. All definitions in this section are supported by the literature. Included
are terms that use abbreviations. Example:
1. AS – Autism Spectrum: Autism Spectrum Disorder was first studied and identified by
Leo Kanner in 1943. Leo Kanner published a series of case studies looking at children
and their work with objects. Kanner looked at eight boys and three girls between the ages
of two and 11. He described their social interaction stating, “the outstanding,
‘pathognomonic’ fundamental disorder is the children’s inability to relate themselves in
the ordinary way to people and situations from the beginning of life” (Ousley & Cerak,
2013). He also noted many common behaviors exhibited across the board. These were
“an atypical ‘relation to people,’ language consisting mainly of naming objects,
literalness, delayed echolalia, excellent rote memory, repeating phrases with personal
pronouns in the exact way heard, early concern about hearing impairment, strong
reactions to noises and moving objects, ‘monotonous repetition’ of noises, motions, and
verbal utterances, and ‘limitations in the variety of spontaneous activity’” (Ousley &
Cerak, 2013).
2. Inclusion: Inclusion, in this matter, refers towards including special needs children in the
life of the church. Most previous research that focused on inclusion and special needs
individuals, focused more so education and not a religious environment. Inclusion, in
this manner, was first explored by Ravaud and Striker in 2001 and Barnes and Mercer
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2001, and since then have focused on Paul’s teaching in 1 Corinthians 12. Brock (2011)
takes the work a step further focusing on 1 Peter 4:10 and the work of the Holy Spirit.
Brock explains it is the Holy Spirit within each person (the charisma) that make up
spiritual gifts. The gifts, and how Christ helps the use of those gifts, are what matters the
most and not if a person is disabled or not. Therefore, inclusion is important, each person
brings their own spiritual gifts to the table to offer.
3. Asperger’s’ syndrome: Asperger’s Syndrome or Asperger’s disorder is still under the
Autism Spectrum ‘Umbrella,’ but it is considered more high functioning than Autism.
Individuals with this disorder can be very verbal, show an intense interest in one thing, be
overly sensitive to sensory stimuli, and experience social isolation as well (Little 2002).
4. Pervasive developmental disorder not otherwise specified (PDD-NOS): PDD-NOS is
a part of Autism Spectrum Disorder as well. It usually is the first diagnosis given, and the
path it takes within the individual is like the results that occur in an individual that has
Autism. It is often classified with high-functioning Autism. Further studies have shown
that with longitudinal studies, the results “have shown that PDD-NOS represents a mixed
diagnostic group, is not a stable diagnosis, and often represents individuals with socialcommunication deficits in the absence of repetitive behaviors or activities” (Ousley et al.,
2014). Otherwise, remarkably similar traits to Autism without or less of repetitive
behaviors that are seen with an individual who has ASD.
5. ADHD- attention deficit hyperactivity disorder: ADHD symptoms very often are
found in individuals with ASD. ADHD symptoms occur in childhood and can last into
adulthood. ADHD can run in families and is often more found in boys. “When one person
is diagnosed with ADHD, there is a 25%-35% chance that another family member will also
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have the condition, compared to 4%-6% of the general public” (Bhandari, 2019). Individuals
can be impulsive, inattentive, hyperactive, as well as being disorganized, and as a result, have
trouble focusing at school, work, or other areas (Bhandari 2019).
6. Disability: Disability can be defined in many separate ways depending on the focus.
Within this research, the definition will pertain to individuals with special needs.
Disability, within this context, can be defined in “terms of the consequence for
functionality of a physical, sensory or cognitive impairment and impact on social
participation, including the barriers to such participation in particular societies” (Bines
2011).
7. Individualized Education Program: An IEP is a special education plan designed to
meet a child’s specific learning needs. IEPs provide personalized education, services, and
support for children with disabilities. Each IEP is designed around a child’s specific
needs. By law, public schools are required to provide students with disabilities free and
appropriate education (Kutlek, 2002).
8. Rett Disorder: Rett Disorder is part of the five neurobiological disorders that are defined
together as Autism Spectrum Disorder. This disorder appears mainly in girls and is a
degenerative disorder. It usually occurs between seven and eighteen months of age. It can
include a decline in one’s cognition, in their behavior and social skills, and motor
development. It can also involve degreasing hand skills poor coordination, and
impairment of language and psychomotor retardation (Phetrasuwan et. al., 2009).
9. Stimming: Stimming in Autism is a repetitive behavior that occurs, and it can change
from person to person. It is self-stimulating behavior that involves repetitive movement
or sounds (Pietrangelo 2019). Stimming can be evident in such behaviors as hand
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flapping, jumping constantly up and down, biting one’s hand, or smacking one’s chest.
Kapp et. al. (2019) describes stimming as self-stimulatory acts that shut out external
stimuli and interfere with the person’s (and others’) focus.
Summary
The literature shows that understanding the life of Autistic child is difficult without
having a parent’s perspective. The Autistic community is often looked at as individuals who are
subhuman who cannot possibly understand such a deep thought as God or have anything to offer
being involved within the life of a church or any other community. Religion can offer a positive
method of dealing with the stress and isolation that is the standard program when raising a
special needs child if the church chooses to offer support. Schultz (2002) says it all starts with
the right mindset. “Ultimately, individuals with a disability should be integrated into the
community as if their disability were as irrelevant a characteristic as hair color or state of origin”
(McNair, 2004, p. 68). A child who is Autistic can be misunderstood because of his or her
different quirks and repetitive behaviors. It is the challenge to see them as God sees them, to see
them as their parents see them.
With this point in mind, the research is a phenomenological attempt to examine the
parents’ point of view to begin to understand a day in the life of an Autistic individual. This is
revealed through the sections of this paper including the following: Background, Context
(Historical, Social, Theoretical, and Practicality), as well as the Purpose and Problem Statement
and the Research Questions. Maslow’s hierarchy of basic needs states the highest need in any
individual is self-actualization. Families with Autistic children look and crave support in
handling the challenge that has been given to them. The church and the community can help
provide the support with the help of the family, especially the parents. This research will help
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fill in the gap for literature by examining the viewpoints of the parents of the children with
Autism. Understanding the basics of Autism will help those who desire to help these families
through different avenues and programs. The end of the research will involve questionnaires,
observations, and focus groups which will all help in gaining the parents’ perspective on what
their child needs and aide in the education of the lived experiences and the strategies of those
who help care for these unique individuals.
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CHAPTER TWO: LITERATURE REVIEW
The literature review examines the rationale for including these individuals, a look into
ministries that are reaching out to the community, the methodology of developing a ministry, and
an outlook into the future of the church as it changes to reach these individuals. Most
importantly, the literature review investigates the gap in the literature that exists in trying to
understand a parent’s perspective pertaining to why or why not their child is involved within the
special need’s ministry within their community. There could be a multiple reasons, but to get a
glimpse into the literature could help immensely into providing each church valuable information
as how to reach out to the individuals within their own respective ministries.
Theoretical Framework
The best theory that supports the need for individuals to be involved within a religious
program is Maslow’s Hierarchy of Needs from 1943. Reynolds (2016) from Liberty University
also did a study focusing on Maslow and Autistic individuals. Reynolds’ study was a
phenomenological study examining parents’ view of children with Autism using Maslow’s
Hierarchy of Needs. Reynolds stated “Maslow (1943) described the basic needs as the driving
force or motivators of one’s behavior and explained that each need is related to the level of
satisfaction of other needs which can vary among individuals.” Autistic individuals are the same
as everyone else. Being disabled or being special needs does not mean there are not basic needs.
Maslow describes the basic needs as a) physiological, b) safety, c) social needs, d) esteem needs,
and e) self-actualization (Poston, 2009; Wininger & Norman, 2010). Everyone has these needs
and desires and looks for ways to fill the voids that exist until the needs are met. Reynolds
(2016), within her work, described within Maslow’s hierarchy of needs in the social needs
section, the need for love. Maslow (1943) identified one’s love needs as a person’s ability to
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give and receive love and affection (p.59). As mentioned earlier, raising a child with special
needs can be one of isolation and loneliness. The desire for acceptance and love could be high.
This is what the church is supposed to specialize in, which is the ability to show love to others.
Erik W. Carter builds on these needs looking at the need to form one’s faith, like Maslow’s selfactualization within his hierarchy. Carter believes there is nothing different about an individual
with a disability trying to formulate their foundation of faith than someone who does not have a
disability. Keeley (2010) adds to this thought”
Having a disability, whether intellectual, physical, or emotional, is simply not a reliable
predictor of the importance people ascribe to their faith, the manner in which the faith is
formed, or the aspirations they hold for their lives or their churches. The difference lies
primarily in the opportunities many children and adults with disabilities must establish,
explore, and express their faith within their churches. (p.129).
Basically, these individuals are God’s children as well. They have basic needs. Whether
they are understood or whether they are accepted or not, this population deserves to know they
are loved. They deserve to know he or she has a place where they can belong because someone
took the time to reach out to them from their church community.
Individuals with Autism Spectrum Disorder belong to one of the fastest growing groups
of the population. Autism prevalence has increased 178% since the year 2000 (Autism Society
in Action). The Autism Society also reported as it currently stands, one out of every 37 boys
have Autism and one out every 51 girls have Autism. Autism is the fastest growing serious
developmental disability in the United States currently.
They are also one of the most marginalized people of the population. It is recognized that
there seems to be an inequality in the distribution of holistic care and a limited number of
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resources available to provide adequate care to those individuals struggling with Autism
Spectrum Disorder (ASD) (Brammer & Binns, 2016). With these two facts in mind, one still
must understand, individuals with Autism are like everyone else. They are God’s children. Yet,
the research shows the special needs population is not always welcome within the confines of
the church. Part of this could be the lack of understanding about the population, and part of this
could be the mistrust by their families who must be their advocates and willing to trust the
people within the program they are involving their son or daughter in to hear about Jesus. Too
often, a bias exists against the word ‘disabled’ or even someone who is disabled. Yong (2011)
believes perhaps the population should be referred to as people with disabilities instead of the
disabled because it changes the way they are viewed. He says, “this reminds us that we are
people altogether first, and with or without disabilities second” (p.9). The disability may be
accidental or can be ignored as Yong also mentioned, “considering what is central to human
life” (p.9). Central to human life, according to Maslow, is self-actualization. Reaching to
discover one’s potential, reaching to discover who he or she is at the core of their own existence.
This is the Christian’s central perspective as well. An individual with Autism cannot always
speak on their own behalf, or even possibly act accordingly to help themselves reach their
desires and their potential. They need an advocate to help them. Their best advocates are the
people who are aware of their situation and who know them the best. Unfortunately, for one
reason or another, there is a lack of sufficient information regarding parents’ perspectives on
how to best reach this community or how to explain an abstract God to a population that are
concrete thinkers. This research will look at the parents’ perspective in hopes of gaining a better
insight into how to better accommodate and be better welcoming to the Autistic community. The
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first order of business will be to look at the literature to describe what Autism is and things to be
aware of in being involved with the population.
Related Literature
Understanding Autism Spectrum Disorder remains one of the biggest challenges that
exist in treating this disorder. Each child is unique, and each child is different. One researcher of
Autism is often quoted; “If you’ve met one person with Autism, you’ve met one person with
Autism.” – Dr. Stephen Shore (Shore & Rastelli, 2006). It remains a mystery with regard to the
origin, and it remains a mystery regarding treatments that can be successful as well as steps
towards a possible cure. There is not one Autism but many subtypes. These subtypes can be
influenced by a combination of genetic and environmental factors. Autism is a spectrum
disorder, each person with Autism has a distinct set of strengths and challenges.
In 2013, The newest Diagnostic and Statistical Manual (The DSM-V) which breaks down
and classifies all the medical disorders, came out with the latest classification system for Autism.
They listed three separate conditions: Autistic disorder, Asperger’s’ syndrome, and Pervasive
developmental disorder not otherwise specified (PDD-NOS). Instead of dividing the disorder
into three, the new classification system combines them under one name: Autism Spectrum
Disorder (The National Institute of Mental Health Information Resource Center 2018). All three
are different even though they make up the same disorder.
The ways people with Autism learn, think, and problem-solve can range from highly
skilled to severely challenged (Autism Speaks .org). Everyone with ASD requires understanding
and support within their lives from others. How much understanding and support they need
depends upon each individual case. This is like other genetic disorders and diseases; Autism
affects each person differently. There are even some individuals with ASD who eventually can
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learn to live independently. The DSM-V also broke down Autism into three levels of support
which helps in understanding the possible range in difference there can be within individuals
who have Autism (see Figure 2).
Figure 2
The Three Functional Levels of Autism

Removed for Copyright

Rudy (2019), within the article that published this figure, expresses the fact that even
though the levels are broken down very well, it still does not explain some key facts that would
need to be known about Autism. For example, an individual with Autism may require more
support in one setting (i.e., school) and require less or different kinds of support at home. Rudy
(2019) also expressed that an individual with Autism can seem fine around one individual and
then struggle in a larger section with more people. This difference substantiates what has already
been said that everyone with Autism is different making specific definitions exceedingly difficult
to do.
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Several factors may influence the development of Autism, and it is often accompanied by
sensory sensitivities and medical issues such as gastrointestinal (GI) disorders, seizures, or sleep
disorders, as well as mental health challenges such as anxiety, depression, and attention issues
(Autism speaks .org). Early signs of Autism can appear by age two or three. Development delays
can appear even earlier. Diagnosis can occur as early as 18 months. Infantile Autism, which
refers to children being born with Autism was coined by Leo Kanner in 1943. He believed the
core symptoms of Autism were evident at birth, thus the term infantile Autism (Camarata 2014).
Research shows that early intervention leads to positive outcomes later in life for people
with Autism. Early intervention is important to develop speech and language skills such as
learning sign language or picture exchange if the child is not fluent in speaking. Early
intervention must take into consideration that symptoms may come and go, making a diagnosis
exceedingly difficult. Efforts have increased over the last 20 years to diagnose ASD within
individuals at the earliest age possible. “This effort resulted in 2007 in the American Academy
of Pediatrics (Johnson & Myers, 2007) publishing guidelines on the early identification of
children with Autism Spectrum Disorder and recommending universal screening of all toddlers
in the US by the age of 24 months” (Camarata 2014).
Even though there has been a push in early diagnosis and early intervention, Autism is
still increasing with prevalence from year to year. There is still no definite cause yet determined
and no cure to be found. The research currently seems to be pointing towards a genetic
connection with environmental influences as well to be the source of the disorder, but this is only
a theory up to the time this research was done. Studies have also examined parents’ viewpoints
of the cause of their child’s Autism and the interventions that should be taken to help their
children. There is confusion in these areas as well. In a study done in 2010 by Elizabeth Baltus
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Herbert, the author studied research that had been done from 1995-2009 to try to get a different
perspective on Autism. She wanted the parent’s perspective. Within the twelve studies she
examined, there was still no definitive answer as to the belief of the cause. The findings were
that parent, just like researchers, held a wide variety of probable causes. Their beliefs included
possible genetic factors prior to conception and possible events surrounding the child's birth as
well as environmental influences that could have happened within early childhood. Some beliefs
follow information published in professional literature (Herbert 2010). The mystery remains, but
the studies continue.
Social Skills
Kanner defined “extreme Autistic aloneness,” to be the core deficit of Autism (Cox 2015). He
believed it is the main social dysfunction that exists within these individuals. He also believed
that the symptoms and behaviors they exhibited could change over time. The symptoms and
behaviors that are associated with social impairment can change over time and vary with the
degree of intellectual impairment (Cox 2015). Social impairment is a constant throughout their
lives and can be exhibited through their lack of empathy towards people and situations that
occur. Social impairment can also be exhibited in other areas.
Social impairments can include avoiding eye contact, not wanting to be touched or
cuddled, an inability to engage in pretend play, and an inability to share enjoyment or experience
emotions from another person’s perspective as well as unaware of the happenings outside their
own world (i.e., walking in front of a moving car.). As mentioned in the previous section, no
child is the same, so these characteristics are only to be considered possible traits that can be
exhibited within a child that has ASD. Children with ASD can also often engage in stereotypical
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behaviors such as hand-flapping, toe-walking and excessive laughter for no apparent reason
(Center for Disease Control and Prevention [CDC], 2019).
Children with ASD have difficulty understanding social cues, such as making eye contact,
reading facial expressions, and body language. These impairments can leave children with an
inability to begin or participate in a conversation. Children with ASD can often display
disruptive behavior (yelling, crying, screaming, and physically acting out), which makes it
difficult to incorporate them into family outings and classroom routines (CDC, 2019). They can
struggle with interaction among peers and adults and struggle to develop and maintain
relationships or friendships outside of the home or school environment. Children with ASD
universally demonstrate deficits in social relatedness defined as the inherent drive to connect
with others and share complementary feeling states.
Children with ASD often do not appear to seek connectedness; they are content being
alone, ignore their parents’ bids for attention, and seldom make eye contact or bid for others’
attention with gestures or vocalizations. In later years, they have difficulty sharing the emotional
state of others in cooperative games and group settings and may have few, if any, friends
(Johnson & Myers, 2007). Lack of understanding how to interact or when to interact with other
individuals can usually be seen within the child at a young age. Social skills profiles are helpful
when the guardian has questions regarding their child (Bellini, 2006). Social skills can then be
enhanced based on the individual’s ability to pick up communication skills.
Individuals at this level can also have the desire and interest to participate with peers or
other individuals but can lack the knowledge how to engage in a form of proper play. A possible
example is smacking another individual to get attention, not realizing this could cause harm or
injury or possibly even make the other person scared or want to retaliate. Social skills are key
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skills that need to be developed as the child moves into teenage years and into adulthood. Efforts
can be made within school and at home to help the child to learn to adjust and hopefully be able
to make some friends. Sicle-Kira (2006), within her research on adolescents on the Autistic
Spectrum, helped devise some strategies that can be used within schools and other social
settings:
a. Social Stories: Helps to promote desired social behavior. This is done by describing
the situation in writing on paper and then also giving social situations and what
could be appropriate responses. “These stories usually have descriptive sentences
about the setting, the characters, and their feelings and thoughts, and give direction
in regard to the appropriate responses and behaviors” (p.233).
b. Social Skills Groups: Help teach social skills by teaching them in small segments
and then are practiced in what would be considered a safe environment. The skills
that are chosen can depend upon the age or grade level of the child and include such
things as making conversation, dealing with a bully, and understanding facial
expressions. Groups are made up of four to six individuals and benefit those
individuals with ASD that are high functioning.
c. Circle of Friends: This concept is to help the child so that he or she is not alone
within a social setting, but instead they are included in activities and feel part of a
group. This is done by creating a map that lists the child’s social contacts. The child
helps make the list and then a facilitator and other volunteers help mentor the child
helping them learn social skills. The child can be taught simple expressions of
friendship such as greeting another individual, spending time with them in school by
walking to class with them or looking for other small ways to help the child.
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Sicle-Kira (2006) also shared early research done by Paul Weham (Life Beyond the
Classroom 1995). This research attempted to help make a smoother transition for those with
ASD into middle school, then from middle school into high school, and then from high school
into life after school by learning adaptive behaviors and sills. These skills were based on five
themes of success that could, if needed, also be taught within a Sunday school classroom setting.
Listed below are the five themes and some examples.
1. Personal responsibility: self-control, ability to save money, arriving at work on
time.
2. Self-determination and initiative: making choices and acting on them. Individual
must learn themselves, value themselves, and can plan.
3. Social Competence: getting along with others, interpersonal skills, and social
competence in many different environments.
4. Postsecondary Education: ongoing education and lifelong learning.
5. Vocational Competence: finding meaning in life through work.
If the child can get the help he or she needs early within their schooling, then the school can help
with developing their social skills and possibly even work alongside the church for the best of
the child.
Communication
There is an assumption at times that all Autistic children are the same. The research
that has been released has clearly shown repeatedly that this not to be the case. Each child is
different, just like every ‘normal’ child is different. Overall, there can be similarities and
differences among those individuals that deal with ASD. One difficulty that can occur is for
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the individual to struggle with communication skills. It is not an absolute, but it can be a
common occurrence for individuals with Autism to struggle with communication.
Autism comes from the Greek word ‘autos,’ which refers to the self within an
individual. Otherwise, the focus is inward. It does not mean the person is selfish, it means
they may have trouble seeing or comprehending outside of their own world. This is often
seen within communication skills. The ability to formulate and grasp the communication and
language skills that are necessary in opening the lines of communication among individuals
is sometimes difficult among those individuals with Autism. This can lead to communication
through hand gestures, eye contact, and facial expressions (National Institute on Deafness
and other Communication Disorders 2020).
Unfortunately, some individuals with ASD may have extremely limited language and
speaking skills while others have a very wide vocabulary and talk excessively about a certain
topic. Grasping slang terms and understanding every word in its literal sense can be a
problem as well at times. In anger and confusion, a person without special needs can say very
hurtful words. He or she may say something like; “I never want to see you again”. They may
not truly mean this statement, but if cognition and language skills are limited for an
individual with ASD, this statement can pose a noticeably big problem. The following can be
patterns of language use and behaviors that are often found in individuals with ASD.
•

Repetitive or rigid language.

•

Narrow interests and exceptional abilities.

•

Uneven language development.

•

Poor nonverbal conversation skills.
(National Institute on Deafness and other Communication Disorders 2020.)
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The Autism Cares Act of 2014 brought national attention to Autism. Specifically, the
National Institute of Health took under its wings additional agencies and began to focus more
research on the effects Autism can have on communication and possible answers in how to
improve communication among those individuals who were already struggling with Autism and
their ability to communicate effectively. “These include the National Institute of Mental Health
(NIMH), along with the National Institute on Deafness and Other Communication Disorders
(NIDCD), the Eunice Kennedy Shriver National Institute of Child Health and Human
Development (NICHD), the National Institute of Environmental Health Sciences (NIEHS), the
National Institute of Neurological Disorders and Stroke (NINDS), the National Institute of
Nursing Research (NINR), and the National Center for Complementary and Integrative Health
(NCCIH)” (National Institute on Deafness and other Communication Disorders 2020).
“Together, five institutes within the NIH (NIMH, NIDCD, NICHD, NIEHS, and NINDS)
support the Autism Centers of Excellence (ACE), a program of research centers and networks at
universities across the country. Here, scientists study a broad range of topics, from basic science
investigations that explore the molecular and genetic components of ASD to translational
research studies that test new types of behavioral therapies. Some of these studies involve
children with ASD who have limited speech and language skills and could lead to testing new
treatments or therapies. One can visit the NIH Clinical Trials website and enter the search term
“Autism” for information about current trials, their locations, and who may participate”.
(National Institute on Deafness and other Communication Disorders 2020). These institutes are
continuing their work still today within clinical trials and experimentation to assist individuals
with ASD as much as possible.
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Repetitive Behaviors and Routines
Repetitive behaviors and routines are not unique to individuals with Autism in the special
needs’ community. They can also be found in individuals who struggle with OCD, females with
Rett’s disorder, individuals with ADHD, as well as those dealing with Schizophrenia
(Dweedert, 2020). Repetitive behaviors and routines can be seen very often among
those with Autism and can now be explained on two separate levels. Leo Kanner
was the first scientist to describe Autism in 1943 when he met five-year-old Donald
T. (Fischbach 2007). He coined it Autism after the work done by Eugene Bleuler’s earlier work.
Kanner explained the two separate levels as lower order and high order. Lower order can be such
things as the hand flapping and jumping that can also be seen in toddlers and other young
children (Dweedert, 2020). Higher order behaviors are “routines and rituals, insistence on
sameness and intense interests” (Dweedert, 2020). Low order movements can also be referred to
as stimming. Stimming can be and very often is different within each individual child. Lower
order behaviors can also include repetitive manipulation of objects and repetitive self-injurious
behavior (Boyd et. al., 2012). Self-injurious behavior can include such things as banging one’s
head against the floor or wall or biting one’s wrist. Through time spent with the individuals, the
stims and repetitive behaviors can be picked up by a clinician or therapist to determine the
communication made by the individual and any needs he or she is trying to express.
Hereditability
There has been a steady movement in the last couple of years to see if there is any link to
a child being Autistic due to genetics from their parents. Testing is continuing to be done with
parents and siblings of individuals who have Autism to try to gain some insight into a genetic
link being a probable cause for Autism.
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Most of the research on this subject was done using twins, but the same answer keeps
coming up that there seems to be a genetic link, but none that can point to a specific gene or trait
found within each subject. The first evidence was found in the late 1980s within twin studies that
compared concordance for Autism in identical and fraternal twins. This contradicted earlier
beliefs that there could be no connection. Instead, there was found to be heritability indices of
0.85–0.92 (Smalley, 1988, reported by Miles, 2011). Studies have increased over the years and
expanded looking at such things as family history, identifying a specific gene, examining single
gene disorders, environmental causes, immunization cases, Fragile-x disorder, and Rhett
disorder, but none of these studies found significant information to identify a specific cause
(Miles 2011). Still, there is a strong push and belief that there must be a genetic link that has not
yet been found.
Isolationism
It has been discussed that an individual with Autism can struggle to form intimate
relationships both with fellow family members and with classmates and other peers due to many
factors including the lack of social skills. Another part of this discussion that should be included
and can easily be glossed over within the research is the fact that these individuals, and
especially their families, can feel (or feel over time) isolated because of the disability that Autism
is and how it can affect the whole family. A point that is not emphasized enough is that this
disability not only affects the individual, but it impacts the entire family as well. The family
wants the best for the individual, but also wants to protect the individual, which can lead to both
the family and the individual having minimal, if any, impact with others, making it difficult to
form outside relationships and friendships. McReynolds (2016) confirms this point stating that
the family can feel overburdened and overwhelmed, because they may feel they have been let
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down by others they thought they could trust. They may also feel isolated and abandoned by
their friends and extended family members (McReynolds, 2016). This, she believes, can then
bring to question what role the church can play within this situation and what should be their
obligation to help these families. Woodgate (2008) reported similar findings that were completed
by Cashin in 2004 of the isolation and the limited world that parents with an Autistic child can
feel they are experiencing on a day-to-day basis. Cashin (2004) was reporting on Gray’s (1997)
study involving families from Australia with Autistic children. Cashin said that living with these
children is a different world. He said, “Autism is best characterized as a shrinking nature of the
parent’s self (less spontaneity, social contact, and having fewer things), where parents felt pulled
into a vortex of a restricted and repetitive way of being-in the world.” The child’s world is
limited because of their ability to interact; therefore, the parents’ world is limited as well to
protect their child and to make raising the child as “easy” as possible. It is a difficult choice for
the parents to make, but the decision comes down to possibly what is best for the child. Choosing
a career, an education, or a life outside the home are not as important decisions as to what is best
for the child, unless these decisions become a necessity. Sometimes, though, the stress of raising
a child with special needs, trying to maintain the responsibilities of life, as well as maintaining a
marriage, become too much to handle.
Divorce: Myth or Reality
There has been a sentiment through the years that raising a child with special needs,
especially a child with Autism, almost automatically will lead to divorce. The percentage that
kept popping up again and again was 80% (Doheny, 2010). No reliable source, though, could be
found to prove this statistic. This statistic is now looked at more as an urban legend and a myth.
Recent research reports this percentage is too high and is really a myth.
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In the November,2013, issue of Autism, the article from Sage Publications focused on the
work from Naseef and Friedman (2012). They did not find the rate to be as high as 80%, but they
said they could see how the stress of raising an Autistic child could put stress on the couple’s
marriage. This stress can be a result of the “changing expectations regarding the care and
development of the child with Autism, the child’s difficult-to-manage behavior, juggling often
hectic therapy schedules, financial challenges, and battling with schools and insurance
companies to obtain appropriate care” (Naseef & Friedman, 2012). Friedman is the clinical
director at the center for Autism and related disorders and his findings were significantly
different. Freedman’s (2007) report concluded that there was not a significant difference in
divorce rate between families who had an Autistic child versus families who did not. Looking at
a national sample of over 77,000 children between the ages of three and 17, Freedman and his
group discovered that “64 percent of children with ASD have two married biological or adoptive
parents, while 65 percent of children who do not have an ASD had two parents, a statistically
insignificant difference” (Cipielewski, 2010).
Other studies differ on this number, but each study done comes with scrutiny and
conflicting reports. Another report by Hartley et. al. (2010) found just a small difference between
parents of children with Autism who were divorced compared with children of typically
developing children with the children they studied being over 10 years old. The difference was
23.5% of parents compared with 13.8% of typically developing children. This is only 23.5%,
which is not a significant percentage, but it is double the 13.8% in comparison. It is still not a
sizable percentage, so it would be hard to say that families who raise an Autistic child will end
up in divorce or that having an Autistic child naturally causes divorce. It is all speculation even
though it seems like it would be a natural assumption to come to this conclusion. The national
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divorce rate was measured in 2018 by the national census bureau. They reported it to be 7.7 per
1,000 women ( www.cenus.gov). It is understandable then that with parents of an Autistic child
facing so many challenges, divorce could be a strong possibility.
Any amount of extra stress on a marriage can possibly lead to divorce, and raising a child
with Autism or with special needs can add extra stress to a family. Families understandably try to
do the best they can with the situation they have been dealt. One of the problems, though, is in
many situations, a child with Autism can and probably does have other underlying issues that
will also have to be understood and handled by the family.
Co-morbidity and Sensory Issues
Autism is like other disorders in the fact that an individual dealing with Autism may have
other underlying factors to deal with daily. Reports are that many of these individuals must deal
with other abnormalities such as ADHD. Co-morbidity in mental health seems to be the norm.
There is a strong connection usually between Autism and ADHD. Ronald (2016) reports the
statistics leave no doubt of this connection. It is estimated that 30% to 80% of individuals with
ASD also meet criteria for ADHD, and 20% to 50% of individuals with ADHD also meet criteria
for ASD (Rommelse et al., 2010).
Role of Religion in Families with Special Needs
The role of religion within each family system differs from family to family depending
on family tradition and upbringing and the desire within each home to raise their children
spiritually. It could be natural to assume that a family who is raising a special needs child would
seek as many means of support as possible in their challenge in raising a special needs child, but
when it comes to raising a child of this nature, nothing can be considered predictable. Research
on the role of religion in raising a special needs child is relatively still new with information only
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being found in the early 1990’s (O’Hanlon 2013). One can find, again and again, barriers that are
keeping families away from seeking religious support from their place of support such as
structural and attitudinal deterrents (O’Hanlon 2013). To understand the needs of these families
and the role religion can play the focus comes back around again that to help religious
institutions need to think outside of the box. One question to ask is What specific activities and
support could be most important to a family with special needs? (O’Hanlon 2013). This, of
course, will change depending on the specific special need’s child within each family, but the
main emphasis is the same that traditional ways of reaching may not necessarily work when it
comes to special needs family and the only way these families will turn to their religious
institutions for more support is if the traditional ways of support do change. Within this research,
the focus will be specifically how to reach out to families with a child with Autism since
discussing how to reach out to each type of special needs is too cumbersome for one research
article.
Role of Religion and Autism Spectrum Disorder
There is no clear answer within this debate. It is not a necessity for parents with a child
who has ASD to be religious or dependent upon their faith, but their faith can be a source of
hope, strength, or something to fall back on because of the stress and uncertainty that comes with
raising a child with this disorder. There seems to be a need for dependence on something to fall
back on when times are tough. Studies have shown that one of these main sources is a belief in
God. Studies estimate that over 90% of individuals in the United States have some sort of belief
in God (Graham et al., 2001). The strength of their convictions or the frequency of turning to
this belief can depend on person to person or family to family. One person can just need a pick
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me up once a week, where another can need to turn to God every day. (Maltby and Day 2003)
believe individuals turn towards religion for one of three reasons: intrinsic, extrinsic, or quest.
Individuals who are intrinsic in natural orientation are completely committed to their
religious beliefs, with their religion being a routine and playing large role in their everyday life.
On the other hand, individuals who are extrinsic turn towards their religious beliefs for specific
reasons, such as becoming involved in a religious community, achieving social status, or to feel
protected or consoled (Ekas, 2009). Individuals who are on a quest have a desire for growth and
constant search for answers in life (Ekas, 2009). Thus, much like families with special needs,
religion can play many different roles with a family who has an Autistic child. It depends on the
needs of the family and the role religion takes on for that specific family. Still, the belief within
professional circles is that too often this subject is overlooked when examining individuals with
Autism and others who have an IDD (Carter, 2013). This could be for many different reasons.
Another question that arises is whether the research is minimal on this subject because
the perspective each family has on the importance of religion, but also the perspective they have
on the disorder of Autism itself within their child’s life. Is the disorder considered a problem, a
challenge, or a blessing to each family? Can their faith play a role in their lives considering he or
she has a disability? How does someone with a disability understand their disability within the
context of their own faith? Lui (2014), within his research, discussed how the impact of the view
of the disability can play a huge role on how each family handles their child.
Parents have assigned such diverse meanings to their children's disabilities as gifts from
God, abundant blessings, disabled by design, tests of their faith, punishment for sin, and many
others (e.g., Masood et al., 2007; Poston & Turnbull, 2004; Treloar, 2002). Similarly,
theologians have suggested (and contested) many ways of interpreting disability, ranging from a
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condition to be healed, a reality to be avoided, a defect to be remedied, or a gift to be received
(Avalos et al., 2007; Brock & Swinton, 2012; Creamer, 2009). Understanding how disability is
viewed by those who experience it firsthand could reveal different pictures, which may align
with or challenge these other perspectives in important ways. However, I found no studies
focused on how young people themselves view their disability and their relationship with God in
light of that disability” (Liu 2014).
As Lui mentioned, finding the perspective of a young person with a disability could be
quite difficult. Either there is not enough evidence or research that has been done with
individuals who have disabilities or there even more possible there is not enough individuals
with a disability attending church. Orsmond et. al. (2004) found, within their research, that only
30% of adolescents and adults with Autism attend religious services at least one time per week.
This would mean he or she would not be extremely active within their respective churches.
Another perspective that needs to be considered as well is that children with Autism and
other disabilities can have other physical and learning disabilities that may or may not keep them
from being socially interactive within a church (Baron-Cohen, 2001). The more often someone
attends functions within a church and the different number of activities someone attends within a
church helps enables the leaders to get to know the individual. When it comes to getting to know
someone with a disability, there are other factors besides whether he or she is attending church in
determining how much they value their faith or religion. The faith may or not be important to the
family of the child, but it is difficult to determine how it impacts their lives when it is often
difficult to even have a small understanding it what it is like in raising an Autistic child. The dayto-day activity in meeting the needs with someone who has Autism can be incredibly stressful

65
and can lead to frustration, depression, and possibly even total isolation by the family because
handling the outside world as well their own little world is all too much to handle.
Howell and Pierson (2010), within their study, attempted to examine the parents’
perspective of an Autistic child attending Sunday school. They found that the challenging
behaviors that can be exhibited by children with Autism can often lead to higher levels of stress
and depression within the families who are raising the child (as reported by Blancher &
McIntyre, 2006) and that support and encouragement from a supportive church could be of great
value to a family dealing with these high levels of stress. They also stressed the importance of
the mother’s perspective within these family situations because, “as they may be uniquely
impacted by and especially familiar with the needs and supports of their children with ASD”
(Howell & Pierson, 2010). The parents’ perspective (both mother and father if both are available)
can be an intricate key in determining the impact religion plays within each family as well as the
impact a church can have in attempting to help ease the tremendous burden of a family who are
raising a child with special needs or Autism.
Research on Churches and Children with Special Needs
The special needs population is continuing to grow over the years. With the growth, there
is also the need to find new resources to help the families raising the child that can help with
coping with the strain of raising the child. One of the resources that needs to be explored on a
more consistent basis is the role of religion and in addition the role of churches in helping these
special needs families as a valuable resource. This may seem like an automatic resource to use,
but recent studies have shown this is a resource just starting to be explored. According to
Tarakeshwar and Pargament (2001):
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A growing number of studies have indicated that religion offers a variety of methods of
coping that can help people during stressful times (see Pargament, 1997, for a review).
However, those who have studied families of children with disabilities, including families
of children with Autism, have largely neglected the role of religion as a coping resource.
(p. 247).
Part of the reason it seems this topic has not been thoroughly investigated is there could
be various reasons why families with a special needs’ child do not even take their child to
church. There could be many reasons such as lack of support within the church, no programming
available within the church, fear of embarrassment of child’s behavior, or other additional
reasons (Tarakeshwar & Pargamen, 2001). One of the biggest reasons it seems that families with
an Autistic individual or someone with special needs within their family does not attend or
become involved in church is that families may not feel that they are welcome.
Yong (2011) believes that any church can make themselves appear more welcoming is by
appearing more accessible. He believes too many churches may use the argument that they do
not have many people within their church who have a disability. In rebuttal to that statement, he
believes they do not have many people because the church by appearance does not appear
welcoming to a family or individual as much as they need to be to appear welcoming. He said,
“to begin with ecclesial communities need to ‘accessorize,’ by which I mean do whatever it takes
to make their buildings, activities, and ministries more accessible to people across the disability
spectrum” (p.106).
He continues to stress this point saying churches need to shed their image of being a nondisabled church and who are seeking only those kind of members by forming more mission
initiatives that can be directed more towards people who are disabled. This can include such
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tasks as inserting an elevator within a church, building handicapped ramps towards the building,
hiring an individual to interpret the service in sign language while the service is in progress, and
regularly visiting the shut-ins of the church. This is a totally different mentality of ministry. It is
not enough just to be welcoming to gain the trust of those who are disabled and have special
needs; it is even more important to come alongside of them. It is impossible to understand what
an individual with disabilities or special needs goes through every day and they do not want
others to be just sympathetic to their needs. Coming alongside this special population involves a
larger and more dedicated commitment.
The Church’s Role in Family Ecology
The church seems to be the one institution that is expected to have all the answers. If
a family is struggling with relationship issues, or if a family member is battling depression, or
if a family member is dealing with the mental illness of depression, it is the church’s role to
step in and help because the church cares about every one of their members, and pastors have
all the answers. The church should be there as a system of support, but can it be the end all
and be all that everyone expects it to be? Can a church help a family with every individual
problem that a family may face, and is it their place to stick their nose in everyone’s
business? Where is the line to be drawn? According to a website known as the theology
exchange the role of the church is as follows:
So, what is the role of the church in society? “For each member of the church to live a
life worthy of the call-in order to reach their own first, and in turn impact the world
around them. Only then can our families be saved, our communities put back
together, our nations healed, and our world impacted by the Gospel of Jesus Christ
(Gazolla 2013).
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This, of course, is one opinion, and how can impact be measured? Can a church
really have that much impact on an individual? To utterly understand, it is best to start with
understanding family ecology. Family ecology is the theory that one’s development is
affected by environment. The primary theorist in this field is Urie Bronfenbrenner and his
Ecological Systems Theory. Paquette and Ryan (2001) broke down Bronfenbrenner’s theory
looking at the child’s relationship to his or her environment. There are six systems within the
theory, and all influence the other (See Figure 3).
1. Microsystem – this is the layer closest to the child and contains the structures with
which the child has direct contact. This system contains the relationships and the
interactions the child would have within their immediate surroundings. This can
include such things as family, school, and neighborhood. These are two-way
relationships; they go toward and away from the child. Bronfenbrenner looked at these
as bi-directional influences. At this level, interactions are strongest on the child and the
influence between each level and within each level are particularly important.
2. Mesosystem – this layer provides the connection between the structures of the child’s
microsystem (Berk, 2000). Examples would be the connection between the child’s
teacher and his parents and between his church and his neighborhood.
3. Exosystem – this layer looks at the social system where the child is not involved
directly. Examples here are the parent’s workplace or environments of siblings. There
is no direct contact by the child, but the effect is still felt by the child.
4. Macrosystem – this is the outermost layer. This layer consists of the cultural values or
customs and laws. These can have an influence through all the other layers. How each
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child’s parents carry out their responsibilities within this system can strongly affect the
child.
5. Chronosystem – this system looks at the dimension of time in relation to the child.
Factors here can include internal or external time periods such as puberty (internal)
and a loved one’s death (external). Children may also act differently to certain events
depending on maturity and their outlook to the event when it occurs.
(Paquette & Ryan, 2001; Berk, 2000).
How the child can work through the system could affect his or her development. The
parent of an Autistic child has the largest influence upon their own son’s or daughter’s life. If
the Autistic child can become involved within a church community, the child and the family
then have the advantage of another positive influence within that child’s life. Everyone has a
role to fill within this society and within this world. A thought also to consider is whether a
church help a special needs’ child fill this role because this role maybe difficult for someone
dealing with the issues of special needs. Therefore, more research needs to be done. If the
role of the church is to help each person fulfill their role in spreading the Gospel, then the
church needs to design different methods to accomplish this goal and more churches need to
be onboard with the mission.
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Figure 3
Bronfenbrenner’s Ecological Systems Theory

Removed for Copyright

Additional Literature
The additional literature to this topic is still growing. As mentioned earlier, there has
always been a large push to include Autistic and other special needs individuals within the
educational classroom. The push to include Autistic and other special needs children within the
life and education of the church is still a work in progress. Because of this, there has not been
enough research examining the parents’ perspective of a special needs child and how they would
determine if a church were suitable. D. Vander Platts (2016) offered a tool to help churches
examine their own feeling towards toward special needs which may help in turn show what a
parent might see when determining whether to attend a church or not. The tool helped
congregations examine their own behavior. Their behavior or posture usually exhibited one of
5 attitudes. These attitudes are (a) ignorance about people with disabilities, (b) pity toward
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people with disabilities, (c) care for people with disabilities, (d) friendship with people with
disabilities, and/or (e) co-laboring alongside people with disabilities.
The ‘vibe’ churches give off can be easily detected by parents and can in turn help
frame their mindset as well. A similar study done by Laraque and Eigenbrood (2005) looked at
reflecting on dimensions of belonging within a religious community, which was originally
looked at during the National Organization on Disability’s accessible congregation campaign
and adapted again by Erik W. Carter in 2015 (see Table 1). In the first space, in the first column
can be seen the phrase, “Are people with disabilities and their families?”, indicating the question
that should be asked with each box below the first question. For example, assume the first
church that used this graph was named Glory Presbyterian. Glory Presbyterian would ask its
staff and volunteers if they felt that the families within their church that had children with
special needs felt invited to come and be a part of their church. They would then, in turn, go
over to the next column and look at the next statement and ask their staff and volunteers again to
answer a question.
The second question would be, “What are we doing right now to help families with
special needs feel invited to our church?” After this question was answered and examined, they
would move on to the third question, “What could we be doing more of or entirely different (to
help a family with a special need child) feel they were invited to come into our church?” The
staff and volunteers would go through each section of the chart until they felt they had sufficient
answers to the overall analysis they had done. Are people with disabilities and their
families_____________ (invited, present, welcome, etc.)? What are we doing now to help
families with disabilities and their families feel_________ (invited, present, welcome, etc.)?
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After this information had been gathered, then Glory Presbyterian would take the same
graph and ask the families with disabilities within their church to answer the same questions
they had asked their volunteers and staff to answer. The results would be compared to the staff
and volunteers’ answers to determine if their perception of their ministry were the same as the
people, they were trying to serve answers. The closer each perception, the closer the ministry
was to achieve their goal of reaching out to the people within their congregation who have
disabilities. Each church that would then use this chart, could use the same format (See Table 1).
Table 1
Are people with Disabilities
and their families?

What are we doing right
now?

What could we be doing
more of or entirely
different?

INVITED
PRESENT
WELCOME
KNOWN
ACCEPTED
SUPPORTED
CARED FOR
BEFRIENDED
NEEDED
LOVED

With new and old ministries examining what they do with this tool, they then can take
their results and compare them to the parent’s answers. These are just two tools that can be
used to get significant answers in evaluating the ministries. These tools are also seeking
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answers in the direction that this study is taking which is looking how parents view the
ministries they get their child involved in. Appearance plays a large part with the acceptance
of parents of a special needs child in getting their child involved in a church.
The research is lacking in examining looking at the outlook a family might have while
searching for a church for themselves as well as hopefully having a church that also has a
caring and understanding ministry to special needs’ individuals. Raising any child can be
difficult and frustrating, raising a child with Autism can also be difficult and frustrating but
can also be a life full of isolation. A church may have great intentions in starting a special
needs ministry, but they need to be willing to look outside of the box and not go with what has
always worked with other children.
Starting a special needs ministry requires extra work and research and the willingness
to go the extra mile to talk to the families and understand their intentions and expectations.
There needs to be a clear initiative as well as an understanding in the mission that is trying to
be accomplished. The related literature shows that before a ministry is started, the people
involved need to have an awareness of their own attitudes towards the special needs
population, and they need to aware of the vision they are casting and how this ministry fits
within the overall scheme of the church. Most people want to know that someone else cares
about them. This is one of the truest measurements of an individual with Autism. There is no
falsity within them. They are who they are, and they do not feel a need to apologize for who
they are. They expect the same from others. They expect to be treated like the exceptional
human beings that they are.
In a blog written by Caroline Bologna (www.huffpost.com/entry/parents-Autism-wish)
written in April of 2018 and then updated in December of 2020, Bologna interviewed parents
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on their perspective of how individuals who do not have Autism may view their child who
does have Autism. Here is a quote from one of the mothers: “My daughter can hear and see
how you treat her. Being nonverbal does not equate to being less. She is a human with feelings
and emotions like you and me.” ― Victoria Rusay. Her opinion is consistent with the other
parents that were interviewed. It is a sentiment that helps those who do not have Autism
understand why families who have an individual with Autism be less trusting of families who do
not. A family who has a child with Autism has a life that is not easy to understand unless a
person has experienced that same type of life themselves.
In an article by Greeff and Jan van der Walt (2010), the authors give insight into the
possible difficulty having an Autistic child can cause within daily family life. “The presence of
an Autistic child in the family may have adverse effects on the domains of family life, including
the marital relationship, sibling relationships and adjustment, family socialization practices, as
well as normal family routines”. With these struggles that can be part of raising an Autistic child,
a family could possibly use additional support if it were made available.
Perhaps it is difficult then to possibly consider why a church would turn away or deny
assistance to a family with a child who has a disability. In a recent study done as a dissertation
for Regent University, Gajeton (2015) reported on barriers that could exist that would cause a
church to go against character and not be open to a family with someone who has a disability.
Gajeton’s worked focused on earlier work done by Howell and Pierson (2010), which listed
four barriers: attitudinal, communication, programmatic, and liturgical.
Attitudinal barriers examined can come in many shapes and sizes. As listed throughout
this research, there can be an attitude between the family and the church because the family
does not feel welcome in the church so the family could feel hurt. Howell and Pierson (2010)
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reported negative vibes that families had received while they were in church such as angry or
nasty looks from people because the child with a disability was acting out, or in some
circumstances, the families were just asked to leave because their child was being disruptive.
Lack of understanding of the behaviors a child with a disability can display or lack of
compassion towards people with disabilities can make it exceedingly difficult for a parent to
worship with their child when he or she has a disability. Other individuals within worship may
not understand the child is just acting and is displaying what could be considered typical
behavior for that child with Autism within any type of public setting. Gajeton (2015) reports
this is where a church can offer support groups so families can bond over their problems or
have someone who is a contact person, and their main job is to welcome families who bring a
child with a disability to church to help that family have a positive experience within church
that day.
Communication barriers can exist because of lack of communication between the
church and the family for starters. Within this scenario, the church would not be aware of the
best method to help teach the child and the church may not know the strengths or lack of
capabilities the disabled child may have, which will lead to frustration eventually for the
family and for the church staff trying to reach out to the family. Gajeton (2015) stressed both
sides need to be flexible, and Howell and Pierson (2010) suggested even that a task force be
developed within the church to see what the barriers to inclusion existed within each church.
This is like the research listed previously by Laraque and Eigenbrood in 2005. Gajeton also
suggested meeting with the church staff and the pastor as well so that everyone was aware of
the situation, and all could work together for the benefit of the child.
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Programmatic barriers can exist when special considerations have not been made for
the child who has a disability. Inclusion is not helpful if the child is just stuck in a class with
non-disabled children. Howell and Pierson emphasized that there must be appropriate
religious classes and programs that are made accessible to each child that has a disability. This
is not an easy assignment, but it must be considered mandatory if the church has a strong
desire to develop a ministry that can helps individuals within their church that are disabled.
The church offers education to adults and to children, without offering specialized classes one
of these groups must suffer. Communication is also key when considering who are the peers
within the disabled child’s classroom so that they can know the strengths and weaknesses of
the disabled child. Gajeton (2015) offered a strong suggestion here that churches offer a buddy
to each child who is disabled. This should be another child within the same classroom as the
disabled child so friendships, bonds and trust can develop.
Liturgical barriers exist when accommodations are not made within rituals and
practices. An example that is given is when a parent expressed not being able to participate in
worship because they could not have their child with them. The individual stopped attending
church and everyone suffered. The family was no longer going to church. The parent’s faith
suffered because of the inability to worship, and this could have a strong effect on any kind of
relationship or trust that had developed between the church and the family. Howell and
Pierson (2010) reported that most children with disabilities enjoy going to church, so it makes
sense that every effort that can be made to accommodate anyone with a disability should be
made.
An accommodation that can be made is an additional sensory room or a ‘crying room’
where the family could hopefully hear, or better, see and hear the worship service in progress
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even if they are in a different room. Barriers need to be addressed before the ministry is started
so that the church can appear as welcoming as possible. A ministry that attempts to reach out
to those within their church that has special needs or attempts to reach to those in the church
that are disabled is a ministry that must consider the needs of the parents and of any other
additional family members, because ministering to just the child is not enough. A family with
a child who is disabled is a world very often of isolation and loneliness and all family
members need the love and compassion that comes from a church.
As mentioned earlier, this is a population that is constantly increasing, and the
prevalence rate keeps going higher and higher. People, if they really knew the truth, would
probably be amazed. The most recent research to attempt to report the prevalence rate as of
this year in 2020 predicted by now the rate should be 1 in 40. The CDC reports the prevalence
rate being 1 in 59; whereas Brogen (2019), sharing information from Harkla, a special needs
company, reported as mentioned the prevalence rate should have been 1 in 40 in 2018 and
should still be decreasing. Harkla provides products that help families that have someone who
has ASD as well as families that have someone who has SPD (See Figure 1). Additional
alarming statistics reported by Brogen (2019) and Harkla are the following:
•

Boys are 3.5 more likely to be diagnosed with Autism than girls.

•

Cost for caring for a child with ASD can be up to $17,000 more than a family
who has a non-ASD child. (This includes medical and non-medical expenses).

•

Children in the United States are more likely to be diagnosed with ASD than
children not living in the United States.

These are just a few examples that continues to show the Autism is continuing to
increase in prevalence and the cost and overall burden of raising a child with Autism can be
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quite overwhelming at times. These are statistics that are being reported by a special needs
company and may not be as accurate as the CDC, but the principal factors remain that
prevalence is increasing year by year and families that raise Autistic children could benefit
from additional support because of the strain it puts on the family. The church can be the
support and provide hope to a family that could be overwhelmed by the day to day challenges
they are facing.
Summary
There has been an abundance of research in helping children with disabilities and with
Autism, but most of the research has focused on inclusion into schools and the community from
a practitioner’s perspective. There has been limited literature on inclusion into the life of the
church and even less of the lived experiences of parents who must deal with the everyday
struggles and stressors that come with raising a child with ASD, as well as getting the child
involved within the life of the church. Additional research is needed to be conducted and still
needs to be done to explore the lived experiences of these parents. There needs to be a more in
depth understanding of their worlds. Raising a child with ASD comes with its own unique joys,
challenges, stressors, coping strategies, and religious perspectives.
The following conclusions have been drawn based on extensive research: children with
Autism require special care needs from their parents; the burden of care can produce immense
stress for their parents, which affects their quality of life and mental and physical health (Shore
& Rastelli, 2006); and the quality in the marital relationship is a significant resource for parents
with children with Autism (Gosztyla & Gelletagelter, 2016). Because one’s lived experiences
include a different perspective on a situation and the challenges that come with that situation, the
literature review focused on research regarding parents of children with Autism because the
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disorder affects the whole family. “Autism is 24/7. What is important is to do is whatever can be
done to support the family home life and make it as healthy and enjoyable an environment as
possible for everyone” (Sicle-Kira 2006).
This is the challenge of parents of children with special needs. Different strategies, ideas,
and coping skills can be used by individuals and teachers within school, church, and other
environments the individual is a part of, but they do not always transcend across each
environment. Specific strategies that parents use within a home environment (because this is the
most basic) has not been focused on yet within the literature. This leads to the central research
question as well as additional questions. How do the experiences of being a parent of children
with Autism impact the decision of being involved in something outside of the home?
1. What possible types of support is an ASD parent looking for from their church they are
attending and are they planning to get involved? (Breeding 2007/ Ault 2013a).
2. What kinds of impact does a family’s relationship with its church have on its ability to
cope with the stress of having a child with ASD?
3. What would help to make a family with a special needs’ child be aware of the programs
for their family within their church and how can the program be more welcoming so the
family would feel there is an open invitation for them to a part of the church? (Laraque &
Eigenbrood, 2005).
4. What resources will the church need to help support the needs of a family of a child who
has ASD (Carter 2007)?
The life goal of any individual is self-actualization according to Abraham Maslow
(1943). Maslow believed there is a hierarchy of needs within a person’s life and the highest need
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is love for self and love for others; included in this is self-actualization. This includes all
individuals which means it is for those with disabilities and those without disabilities.
Development of the child towards self-actualization is affected and influenced by their
movement through the five ecological systems within their lives. This is based on
Bronfenbrenner’s Ecological Systems Theory developed in 1979. Bronfenbrenner believed a
child’s nature depends upon the context he or she grew up in. Positive influences such as family,
church, school, and the community can help guide the child through each system towards selfactualization.
Interview questions, surveys, and questionnaires (all listed in the Methods Section of this
dissertation) were conducted to assist the participants in describing their lived experiences as
parents of children with Autism. The data collection and the themes that develop will be used to
inform and encourage other parents of children with Autism as well as the other therapists and
leaders involved in the lives of those with Autism. Based on the results of the study, the
researcher will be able to act as a consultant within the Autistic community.
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CHAPTER THREE: METHODS
The Overview for Chapter 3 includes the research methods that were used within the
research and those methods. The research methods that have been used so far is reviewing the
literature on Autism and reviewing the literature on including children with disabilities into the
life of the church. The gap that remains in the literature is the parents’ perspective on what they
may think is a healthy ministry to meet the needs of their children, what are possible resources
that can be used to reach out to the individuals that have Autism and why they may feel a
ministry is falling short of meeting the needs of a family with a child who has Autism. This is
the focus of the information within this paper. The methods that will be used to fill the gap were
questionnaires, observation, and interviews.
The interviews were by phone, by web conferencing and, when possible, in person.
Additional research methods that were utilized with IRB approval were interviews and
questionnaires. Limited access to interviews also depended on if the selected churches had their
special needs ministries up and running. Within the method section of this study, the research
plan of action is explained thoroughly. The research plan of action includes the following:
design, research questions, setting, participants, procedure, the researcher’s role, data collection,
surveys/ questionnaires, document analysis, data analysis, and ethical consideration. The next
couple of pages breaks down each one of these components completely and in-depth.
Design
The planned type of study was qualitative, and the research design was
phenomenological. The study is qualitative in nature because it will focus mostly on the data
that is collected from engaging with, reasoning with, and gathering information from families
that have an Autistic individual within their family and the Autistic individual as well. The
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general design is most appropriate because the best way to determine if a family with an Autistic
individual would be interested in attending a certain church is to become familiar with a family
that has a special needs child and the differences in the wants and needs of the child or
individual who does not have a special needs child.
The specific type of design was chosen because of the availability of so many churches
within the area where I live and because the topic is truly relevant to me. This is also the biggest
gap in the literature now in examining the parents’ perspective of what they feel their child
would benefit and what they feel would be vital to running a special needs’ program with certain
churches. This was done by using multiple instruments including questionnaires and phone
interviews. The research design was a phenomenological study of the churches being examined
and the families within each special needs program. The phenomenological design was chosen
because it was the most logical choice to do this research and because of the advantages in using
the design. In an article written in 2013, Helena Priest mapped out this approach that had been
designed many years earlier by Husserl. Husserl was a German mathematician and logician, and
his approach has four steps. The steps are intentionality, phenomenological reduction,
description, and essence. The term was first coined by Immanuel Kant in 1764 from the Greek
word Phainen, meaning to appear (Priest, 2013).
a. Intentionality- the mind consistently directs its thoughts to an object and then must
distinguish between the pre-existing set of common beliefs and assumptions of things
in the everyday world and the phenomenological standpoint. If the standpoint is
adopted, the natural attitude has been transcended.
b. Reduction-This reduction also facilitates the transcendence. Husserl had many names
for this stage including Epoche which means a deliberate suspension of judgment
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(Priest, 2013). Another strategy within this is called imaginative variation which
focuses on asking questions to remove inessential features to test the limits and to
explore all possible meanings of the data that has been collected (Priest, 2013).
c. Description and essence- Priest (2013) explains once reduction has been achieved,
the phenomenon is described, and the structure is uncovered. The reduction process
continues to get to the truest form of substance.
The truest form of the substance is the goal and within the circumstances of this study.
The Autistic individual often has sensory needs and sensory issues, so what they perceive and
hear could be different than what others are experiencing. After the information was collected
from talking to each ministry, the data was analyzed to compare the ministries to see the
differences between them.
Setting
The setting that was first used within this study was my home church, Border Brook
United Methodist Church. It was first chosen because of the convenience of being my home
church but also because of the population size of 10 Autistic students currently within the
church. The church is located within the suburbs of Pittsburgh, Pennsylvania. It is a mid-sized
church where the congregation is open to all attending and being part of the congregation. This
includes being open to the special needs population as well as individuals who are part of the
LGBTQIA community. It is a very accepting church. The ministry that will be reaching out to
the special needs population is still forming with the leadership beginning to form as well. It
consists of myself (Pastor and father of three Autistic sons), the Discipleship director who also
helps to run the children’s program, a mother of one of the Autistic students, another mother,
and her sister, both of whom have Autistic sons. The second mother I just mentioned, and her
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sister are educators and have done numerous seminars explaining and trying to help schools,
churches, and other facilities of the ins and outs of Autism and how to be more inviting to this
population.
The ministry had hoped to get off the ground by January of 2021 but was unable to
begin. Plans included seminars to educate volunteers and Sunday school teachers as well as
panel discussions so the congregation can get different viewpoints of what it means to be and to
raise a child who has Autism. The leadership is well prepared to move forward when it is safe
and when the pandemic no longer poses a threat.
Participants
The participants were individuals within the local churches I contacted. Families were
asked to fill out questionnaires based on their experiences with the church they are involved in
and the ministry that was used to reach out to their families. The sample varied from church to
church depending on the number of families within each church that has a child with Autism.
The participants were the parents of families of the churches I worked alongside. The sampling
procedure was one of convenience based on the number of potential participants within each
church. Convenience sampling involves the participants being chosen simply because he or she
is there where the research is taking place (Lavarakas, 2008).
Individuals were asked to participate within each setting. The churches that I worked
with are in the suburbs of Pennsylvania. They were from rural neighborhoods with most of the
families having a middle-class economic status. The genders were both male and female. The
surveys and questionnaires are published material and the validity and reliability will be
discussed with the data collection section of this research. No identifying information was taken
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from the participants. Actual names, specific membership within a church, or specific
neighborhood the individual resides will not be reported with the research.
Procedures
The procedures section outlines the steps necessary to conduct this study. This included,
but was not limited to, information about securing Institutional Review Board (IRB) approval,
eliciting participants for the study, gathering the data, and recording procedures. The procedure
that was first used was contacting the churches by phone. The discussions were done with
current churches that have special needs ministries. Everything about the ministry was recorded
on paper including:
a. The number of individuals within each ministry that are being served.
b. How often programs are provided for the special needs’ individuals within the
church.
c. The amount of space available to conduct the ministry.
d. The number of staff that make up the ministry.
e. A breakdown of what is involved program-wise within each ministry.
The second procedure that was done was personal interviews. This was done with the
parents of the individuals involved within the program. Parents were asked of their satisfaction
of the program and if they do not bring their child and are a potential individual that can be
served by the ministry; this is key information why their son or daughter does not attend any
programming within the ministry.
Using questionnaires was the third key procedure within the program in which parents
could offer more in-depth and personal answers by sharing their thoughts, feelings, and
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suggestions for each ministry. This is where the research is lacking overall, so this was the main
area to be focused on. The parents are the key to each ministry.
The Researcher's Role
Within this study, I am the human instrument. The information that will be from the
church that I work for as the director of Pastoral Care and additional churches within the local
community. The families that were interviewed within my church I know on a personal level
because of my job. I am aware of their family situations and some of the challenges they face
because I am in contact with them on a standard basis. This may cause research bias because it
is in my work environment, with people I am familiar with, and I am the one collecting the data.
I assumed from the start that the families I interviewed would be comfortable with, but a
problem with knowing the families is they could be telling me only what they think I want to
hear and may not be totally honest. They may be just giving me enough information because
they want to help me and be nice to me but may still be questioning the current ministry within
the church and how they have reached out to their child. This could limit the quality of any data
I collected.
Data Collection
The phenomenological information obtained within this study involved many uses of
data collection including phone interviews, questionnaires, and personal interviews. Phone
interviews and questionnaires were the first to be conducted after IRB approval was granted.
Resources available within each ministry also can play a large part in the development of the
ministry programs. Resources, of course, depended upon staff availability, staffing capability as
well as location and size of the site each ministry is using. Personal interviews with parents of
the individuals who are being served within the ministry was valuable information in the data
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collection. After the fall ministries begin, I hope in future studies to do more personal
observation of special needs’ ministries in action. I also hope as well that focus groups with
parents and students where they are needed individually within each location can begin. Each
source of data collection is vital to the completed research and will be explained in further depth
within the next couple paragraphs of this study.
Interviews
The interviews that were conducted were the first in the series after IRB approval. These
questions were designed to gain information regarding the gap in the literature that exists in
incorporating or including special needs individuals into the life of the church. The gap in the
literature is the parent’s perspective pertaining to why or why not they would choose to involve
their child within a church’s’ program. The church can design great programs, and have the best
trained professionals on staff, but what will really help in ministering to the families that have
Autistic children, is the parents’ perspective because the parents are the one that is with the child
day in and day out. The parents are the child’s biggest advocate and want the most for them.
After this initial interview, additional interviews and questionnaires followed. Focus
groups can be started in the future that will hopefully help relieve the stress level for many
parents who have the daunting task of raising a special needs child. The interview questions that
were used were the following:
1.

Of the formative experiences you would like to share, which would you say are the most
significant?

2.

What made them significant?

3.

Is there something else you would like to add about yourself that you do not think the
church is aware of, and you would like to share?
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4.

Experts suggest that a person with Autism is often considered to be not aware of his or
her situation and its influence on his or her life and choices. On a scale from one to five,
with one being very unaware and five being completely aware, how would you rate the
awareness of an Autistic child being a parent of one?

5.

How has your viewpoint of God changed after having a special needs child?

6.

Tell me about the struggles you have experienced—being a parent of an Autistic child
and how has it changed your views on life?

7.

How has your viewpoint of church changed since you have had a special needs child?

8.

If you were a parent of a child who was not struggling with special needs, how would
you help her or him as she develops a Biblical worldview?

9.

Imagine you are being interviewed at a seminar on Autism, in front of thousands of
people. What would be the first thing you would want to tell them to expect to
experience as they interact or begin to work with the Autistic community, knowing the
special needs population is continuing to grow?

10.

I would like to ask you a question that will prompt you to put everything together, so to
speak. Reflecting on your lifetime of experience raising a family with a special need’s
child, what advice would you give to Christians your age as they develop their ministries
to parents and families with an Autistic child?

11.

This next question is unique in that it will invite you to look ahead. How do you expect
the life of your child to change or develop over the next several years?

12.

We have covered a lot of ground in our conversation, and I so appreciate the time you
have given to this. One final question… What else do you think would be important for
me to know about the development of Autism that I have not asked you about?

89
Questions one through three were basic questions to get to know the individual being
questioned (Patton 2015). From here, follow up questions followed and were designed to gain
parent’s knowledge of insight into their own special needs child and how to develop a ministry
to children that are Autistic.
Question four invited the parent’s perspective regarding the research that has been
gathered labeling Autistic children as almost non-human and he or she could not possibly think
for themselves or grasp intricate concepts such as God. Autistic children are all different and
this grasps an opinion from a firsthand experience and not just an educational guess (Yong
2011).
Questions five through eight were critical for the research and the need for hope and the
need for God within the lives of these families. Having an Autistic child is a life-changing
experience and can greatly influence how serious a family is about their faith (Keeley 2010).
The ninth question invited the participant to take another person’s perspective, to help
them realize that an individual with Autism cannot be classified as being the same as another
child with Autism. People must realize this key point before even beginning to start a ministry to
special needs children on the Autistic Spectrum (Shore 2006).
Question 10 was the first question that focuses on ministry development. Thinking
outside of the box is a must when starting a special needs ministry and experience is always
stronger information gathered than education. With the answers to this question, and the
information gained from future observations, the hope is to develop strong helpful ministries for
these individuals (Carter 2007).
Questions 11 and 12 asked the parent to be honest with themselves. The future is hard to
think of when raising a special needs child because there is the overlying fear of what will
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happen to the child after the parent or parents are gone and who will take care of the child.
Eventually each child will reach adulthood, so plans need to be made and here is where the
church, family, school, and the child can work together for the best plans possible for each child.
(Coplan, 2010).
After IRB approval, these were the first set of questions asked of parents that were
willing to participate to gain their perspective on raising an Autistic child, gaining their
perspective on the ministries that are or not involved in their child with their child, and
knowledge of the nature of Autism so that ministries that have already been established can be
tweaked if necessary and new ministries can be started within the future. Any insight these
questions can bring into helping minister to these families and the parents involved will
hopefully be a blessing to all.
Surveys/Questionnaires
All surveys and questionnaires that were used are shared below in the next section. The
surveys and questionnaires focused on the satisfaction of the parents whose children either are
or are not involved within the respective ministries within their church. The goal of the surveys
and questionnaires was to help fill the gap within the literature today which is the parents’
perspective on either what a current special needs ministry should look like, how the current
ministry their child is involved in falls short in helping the individuals and their families that are
involved, or why a family has stayed away from a current ministry. The results hoped to show
what has made these families feel welcomed or unwelcomed regarding the ministries of their
current churches.
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Trustworthiness
Trustworthiness of the data will be achieved using peer expert review. One of the
researcher’s colleagues is a professor at one of the local universities; she is the Sunday school
coordinator at the church and a public speaker in the field of Autism and inclusion. Because of
her familiarity with the families within the church, and to keep all identities confidential, all
information which could reveal any thought of who the participants are will be removed. She
was brought in after the research had been all gathered to examine the data that has been
collected and was kept from any revealing personal knowledge of the subjects that have been
interviewed. The goal as stated earlier within this paper was to gain a clearer description of
parents ‘perspective of current Autistic ministries. This method put a lot of pressure on the
reviewer, but the goal was to produce quality work. The responsibilities of the reviewer were as
follows (Sadeghieh, K.J.T. & Adeli, K.):
1. The reviewer should have to be honest with the review of the research.
2. The reviewer should not give malicious comments because of any personal grudges with
the author.
3. The reviewer should check the work in a scientific manner. The reviewer should have to
be systematic and should follow the scientific standards.
4. It is also the responsibility of the reviewer to complete the review on time. This will help
the researcher get his research published on time.
5. Reviewing other author’s work need time and efforts but the reviewer should try to
accommodate for it. The reviewer should take it a professional responsibility to accept
the reviewing offer.
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Peer review for the purpose of validating and producing a trustworthy project has been a
method that has been around for a long time and is well respected within the research field.
Some key advantages of using this method are it helps the researcher work harder to do quality
work, the integrity and the originality are maintained within the project, and it is a wellestablished process with the field of research.
Credibility
Credibility for a phenomenological study increases the possibility that the information
reported by the researcher corresponds with the answers of the parents that were interviewed.
Credibility is obtained using triangulation and member checks. Triangulation methods that were
used were questionnaires and interviews. Member checks also need to be done with the
participants to enhance the credibility of the findings. Member checks are when the researcher
shares either as a summary or the findings of the research with the participants (Statistic
Solutions). According to Thurmond (2004), the purpose of using triangulation is to decrease,
negate, or counterbalance the deficiency of a single strategy, thereby increasing the ability to
interpret the findings. With the multiple methods used during the study, the credibility is
increased and the information that has been obtained can be used to devise valuable ministries.
Dependability and Confirmability
Dependability and confirmability are like reliability in phenomenological studies and deal
with consistency, which is addressed through the provision of rich detail about the context and
setting of the study. One way to ensure the reliability within qualitative studies is to use
verification strategies that will aid in the consistency of the study. Morse et. al. (2002) found that
five verification strategies can often be used to ensure reliability and consistency. These five
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strategies are methodological coherence, appropriateness of the sample, collecting and analyzing
data concurrently, thinking theoretically, and theory development.
1. Methodological coherence- ensures that the question and method match which in
turn will match the data and the analytic procedures.
2. Sample must be appropriate- sufficient data to account for all aspects of the project.
Researcher makes sure there are no negative cases and looking at all scenarios
obvious and not obvious.
3. collecting and analyzing data concurrently-analyzes what is known and what needs
to be known.
4. thinking theoretically- Ideas that come from analyzing new data are compared with
data already collected from data are reconfirmed in new data; this gives rise to new
ideas that, in turn, must be verified in data already collected. This helps build a solid
foundation moving forward.
5. theory development- “is to move with deliberation between a micro perspective of
the data and a macro conceptual/theoretical understanding. In this way, theory is
developed through two mechanisms: (1) as an outcome of the research process, rather
than being adopted as a framework to move the analysis along; and (2) as a template
for comparison and further development of the theory” (Morse 2002).
Transferability
Transferability is another aspect of phenomenological research that should be
considered; it refers to the possibility that what was found in one context is applicable to another
context. Within this context, is the information obtained by listening to the lived experiences of
parents of Autistic individuals valuable to start and establish other ministries within different
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settings? The information obtained should be applicable not only to a small group, but also to a
large population. Criteria that can be used to measure the transferability is as follows from
Slevin and Sines (2013):
1. Does it provide rich and dense data?
2. Does the material within the study focus on the typical (a typical sampling)?
3. Does the information obtained come from multi-sites with its investigation?
4. Does it study the leading edge of change? (Can the information be used at a later
point and time?)
5. Does it use a systematic approach? (Does it use the approach of Stauss & Corbin
1990?
These are some criteria that were used, the goal was for the information to be able to be
used not just now, but at a later point and time doing more research.
Ethical Considerations
There are few ethical considerations within the scope of the current study. One ethical
consideration was if I interviewed people with my home church, would there be a researcher
bias. Another ethical consideration was keeping the identity of the participants undisclosed. Any
data collected needed to be kept secret with nothing to reveal the identity of the individuals
involved. Another ethical consideration to be considered once the research was started was
whether any possible dangers existed that may have caused psychological harm to the
participants. Considerations also needs to be made if there is any emotional harm that could
occur to the parents being involved within the study. Because of these ethical considerations, I
had to account for them to keep the information as unbiased and as ethically intact as possible.
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There are possible precautions that can be taken to lessen the possibility of these ethical
considerations.
1. Researcher bias: There are four common types of researcher bias in phenomenological
research, and these are sampling, conceptual (trying to make the findings fit the concept
of the study), and anticipated outcome bias (findings may reflect implicit beliefs and
values) (Wadams, 2018). Common techniques to minimize researcher bias are open
ended question (allowing natural themes to occur within the research), bracketing
(researcher puts aside any previous knowledge of the study), unstructured interviews,
and peer review (Wadams, 2018).
2. The confidentiality and identity of the participants were preserved by not revealing
their names and identity in the data collection, analysis, and reporting of the study
findings. Privacy and confidentiality were kept intact. The interview environment was
managed carefully during telephone communication, interview session, data analysis and
dissemination of the findings (Walker, 2007).
3. Psychological harm can leave lasting effects and preventive measures can be taken. One
way to help prevent this from occurring was by debriefing the participants after the study
had been done (Kowalczyk 2020).
These are just a few of the ethical considerations, but with these ideas in mind to cut down the
chances of the study being affected, then there is a much better chance for a positive, well-done
study.
Summary
Overall, the research, as far as the literature that was reviewed showed, that the literature
provided information the researcher already knew from experiences from working with Autistic
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individuals, but it also provided an assurance that the ministry that is currently being started by
my staff and me are on the right track to be helpful to the families and individuals who are
Autistic and within his congregation. The amazing thing is what if the program that is being
currently designed within the researcher’s church is like the churches that will be interviewed. It
is exciting to see new ministries get started and be successful. Another takeaway the researcher
got from the literature is the overwhelming sadness of the way too often people look at Autistic
individuals as less than human. Christ calls Christians to love all even if they do not understand
all the people they come into contact within their lives. The research shows again and again,
though, that individuals with Autism are often looked down upon or are not considered to be
fully human and worth the effort to reach out to because they possibly could not understand an
in-depth concept such as God. The research also showed though that if people can look beyond
their initial fears and stereotypes, they will see that individuals with Autism are like everyone
else and because of that they so have value and worth as human beings and as children of God.
It is now up everyone else to think outside of the box and begin to devise ways to reach out and
to establish ministries with this population.
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CHAPTER FOUR: FINDINGS
The results of this study of families who have children with ASD contained a few
surprises. Overall, the study revealed a few major themes that were consistent among most of
the families. The theme that was the most obvious reflected a point mentioned earlier within the
study: the isolation and loneliness that these families feel due to the challenges of raising a child
with this condition. These feelings became evident when the families were interviewed and each
one explained that within their lives, they have limited their own social lives as well as that of
their children because of the struggle to find a substitute caretaker even for a brief period and the
inability to have the child outside of their safe environments of school and home.
The other major themes became evident through an examination of each of the families
individually and the challenges that they faced. The information within this chapter contains the
details of the findings resulting from the study regarding the lived experiences of parents of
children with Autism. As previously stated, research questions were as follows:
1. What possible types of support are an ASD parent looking for from their church they are
attending, and are they planning to get involved?
2. What kind of impact does a family’s relationship with its church have on its ability to
cope with the stress of having a child with ASD?
3. What would help to make a family with a child with special needs aware of the programs
for their family within their church, and how can the program be more welcoming so the
family would feel there is an open invitation for them to be a part of the church?
4. What resources does the church need to help support the needs of a family of a child who
has ASD?
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The theories that guided this study are Bronfenbrenner’s Bioecological Theory of
Human Development (expanded upon by Paquette & Ryan, 2001) and Maslow’s (1943)
hierarchy of needs (expanded upon by Poston, 2009). The perspectives of the parents
interviewed were revealed as they described the individual and emotional challenges they have
experienced while raising an Autistic child as well as the effects of their external environments.
In this chapter, results are presented that incorporate the narrative (from the interviews
and surveys) as well as the questionnaires. From the data gathered, themes were developed
based on the most prominent responses from the interviews, surveys, and questionnaires. This
chapter concludes with discussions on how the research questions were addressed, how the
themes were developed, and, finally, a chapter summary.
Participants
The following table provides an overall view of the participants involved in the current
study. Most of the participants were mothers of Autistic children because most of the fathers
were not available to provide their input for data collection. However, with two (as shown in the
table), married couples were interviewed together, and their data considered as one. Most of the
children in the participating families were adolescents, with four being considered adults by age.
All but one of the participants was in their first marriage; Kimberly had an Autistic child during
her first marriage and is now married a second time. Kimberly has full custody of her autistic
child and shares responsibilities for raising him with her current spouse. As is shown in the
table, several of the families have more than on Autistic child, and all of the families have at
least one other child that is not considered to be on the Autism spectrum.
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Table 2
Participant Demographic Information
Pseudonym

Gender

Marital

Name of

Age/gender of

Number of

status

Autistic child

Autistic child

siblings

Terry

Female

Married

Derek

17/Male

2

Katie

Female

Married

Michael

16/Male

2

Rachel

Female

Married

Kevin

14/Male

1

Kyle

12/Male

Carol/ Stewart

Female/Male

Married

Richard

27/Male

1

Ashley

Female

Married

Lucy

21/Female

3

Bailey

12/Male

Lisa

Female

Married

Jeff

22/Male

2

Lynn/Jake

Female/Male

Married

Gabe

14/Male

1

Kimberly

Female

2nd Marr.

Jim

32/Male

1

Terry
Terry and her husband David are married and are in their forties. Terry works from
home, and David is a nuclear technician. They have twin boys and a daughter. One of the boys,
Derek, is on the Autism spectrum. The boys are 17 years old. Derek’s brother, Floyd, has been
extremely helpful with taking care of Derek if both Terry and David need to be out of the house.
Terry is a very educated woman and is a strong advocate for Autism awareness. She has
participated in numerous panel discussions at conference events to help people understand
Autism, and she has also helped churches develop solid special needs programs. In her work
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with churches, she begins by meeting the staff and volunteers who are willing to start the special
needs program within their church. She then provides training sessions to the volunteers,
including the Sunday school teachers, on how to adjust the education program that the church
has designed so that the material is more welcoming to the Autistic community. This includes
the curriculum, the classroom design, and the hands-on craft activities, as well as any music that
it is involved. These steps are undertaken with consideration of the education level of all
children in the classroom, both Autistic and non-Autistic. Terry’s resilience is evident in her
care for her children as well. Caring for three children has been a challenging job for her as she
handles her responsibilities at home as a housewife and as an educator, community volunteer,
and public speaker.
Derek is 17 and is Autistic. He attends a public school and is does well at his studies.
Derek is extremely sensitive to sound and therefore, can often be seen wearing two headphones
at one time. He also deals with apraxia. He is self-sufficient and does not have the aggressive
tendencies that most Autistic individuals seem to develop as they enter their teen years.

Katie
The second family is made up of a woman named Katie, her husband, Bruce, and their
children. The couple are in their 40s. Bruce is a software technician, and Katie is a college
professor who teaches about the nature of Autism. Katie and Bruce have three children, two
boys and a girl. Michael, their oldest child, is 16 years old, and he is Autistic.
Katie has a lot of responsibilities. She is the chair of her department at a small local
college. Students who graduate from her program receive a certificate in Autism studies. Katie
is also the Sunday school superintendent at her church. She helps with the development of the
curriculum, oversees vacation Bible school, and manages training sessions for the teachers and
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volunteers. Katie uses her vast knowledge of the tendencies and nature of Autistic individuals to
be an advocate for her son and all individuals who struggle with Autism. She speaks at local
conferences and on local panel discussions regarding helping and understanding individuals who
struggle with Autism. She also uses this knowledge of understanding the nature of Autism in her
training with the Sunday school teachers in her church. Her desire is that all churches would be
willing to be welcoming and understanding of individuals who are on the Autism spectrum.
Michael goes to a private school. He struggles with Autism and catatonia. He can freeze
up at any time and at any place without an antecedent to let his caretaker know it will be coming
and without any solid solution to make it stop once it has started. These situations turn into a
waiting game until he can be fully functional again. Michael excels at school and building
electrical gadgets. His biggest struggles are the catatonia and his aggressive tendencies and
outbursts. His aggressive tendencies have led to frequent hospitalizations within mental
hospitals.

Rachel
Rachel and Wilbur have two boys that are Autistic. Rachel is in her mid-forties. Wilbur
is her husband, and he is 10 years older than she is. Rachel is a dealer at a local casino and
works the night shift while Wilbur is retired due to health issues. The couple has two teenage
boys, Kevin and Kyle, who are both on the Autism spectrum. Kevin is 14 years old, and Kyle is
12 years old. Rachel is deeply passionate about her faith. She is a Christian and attends church
every week. One of her biggest concerns is that her boys learn of the love of Jesus Christ.
Rachel shared within the interview, “I often feel extremely overwhelmed in taking care of my
family.” Since Wilbur is unable to work, and since he struggles in identifying with and caring
for his two boys, most of the parental responsibilities are handled by Rachel. Rachel shared:
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I am exhausted all the time because I work the night shift as a dealer at a casino, but it is
the best job I could find due to my responsibilities in trying to be available as much as
possible for the boys during the day and taking care of the family financially as well.
Rachel also said, “I live a very lonely life.” Rachel limits Wilbur’s responsibilities with the boys
as much as possible. Both of her boys are high functioning and overly attached to their mother.
Rachel brought up a few key points regarding Autism during the interview. First, for young
individuals on the Autism spectrum, it can be difficult to fit in socially. Rachel reflected, “The
bigger question is, is the struggle they are having harder on them or harder on their parents who
must see them struggle?” Another key point she brought up was that her older son, Kevin, at 14
years of age, has a solid grasp on what it means to be Autistic, but this understanding has led to
his beginning of disbelief in God. Kevin asked Rachel, “How can a God who is all loving create
someone who has Autism who must go through many struggles throughout their life?” Rachel
wondered how she could answer that question. During the interview, Rachel stated, “Each day is
a challenge, and each day requires patience.”
Kevin and Kyle were diagnosed with Autism at a young age. Both boys exhibited
extraordinarily little speech at a young age and were tested for Autism around age two. Their
struggles are very similar. They struggle with personal hygiene issues and find life exceedingly
difficult if their routine is not the same every day. There are no peer socialization groups for
them; they are each other’s best friend. Like many children with Autism, they struggle fitting in
with any particular social group and overall do not feel like they belong among people unlike
themselves even though they can attend public school. Kevin and Kyle have relatives that
struggle with the disorder of Autism as well.
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Carol/Stewart
Carol and Stewart are the third set of parents that were interviewed. They have two
children. Their daughter is 30 years old and getting married soon, and their son, Richard, is 27
years old and Autistic. The couple is in their sixties. Carol is a stay-at-home mom, and Stewart
is a mechanical engineer and a manager at a local company. Carol and Stewart were both
available for the interview, and both are highly involved in Richard’s life. They split the
responsibilities of helping Richard so he can live on his own in an apartment. Stewart and
Richard go running together three times a week, and Stewart helps Richard with financial
decisions. Carol helps Richard with his clothing, food shopping, and domestic chores such as
cooking, cleaning, and laundry. Carol and Richard have a close relationship. One of the reasons
Richard moved out on his own was to develop his independence and so that he would stop
hovering around his mother. He would follow her around all day and want to do every activity
with her while constantly asking questions as to why and how she was doing what she was
doing. Carol said, “My job is to be Richard’s biggest advocate.” There were no close friends or
family who were able to help Carol and Stewart as Richard was growing up. Carol said, “It was
a constant battle for me to get Richard involved in public education, get the support services he
needed in school [speech and occupational therapy] and to make sure he was included in youth
group activities.” She constantly pushed so that her son was accepted and treated the same as
any other individual who was involved in the same activities. Her greatest accomplishment, she
says, “was getting Richard accepted by one of the local public schools as a volunteer assistant
cross-country coach for their high school team because he is passionate about helping people
and running.” She has changed churches numerous times to find the best opportunity for
Richard to be involved and learn about Jesus.
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Richard is high functioning and can do a lot of things for himself. He lives on his own
and holds a job at a local supermarket as part of the clean-up crew. His passions are sharing the
love of Jesus and physical exercise. In addition to volunteering as a cross-country coach, he
serves as a teacher and aide within his church’s Sunday school program as well as vacation
Bible school. He regularly goes running with a group of individuals. He has a life coach who
meets with him once a week and helps him with cooking and cleaning, as well as another
individual who observes him during his work hours to report any difficulties. He never misses a
Sunday at church.

Ashley
Ashley is in her mid-forties and is a stay-at-home mom. She is married to Bryce, who is
also in his mid-forties, and he works in a lab. The couple lives in Saskatoon, Canada. They have
four children. Their daughter, Lucy, and her brother, Bailey, are on the Autism spectrum. Lucy
is 21 and Bailey is 12. Their story is a little different from the other families interviewed since
they do not live within the United States. In Canada, services for Autistic individuals are
different and are not as easy to obtain. For example, the children were both involved in play
groups when they were younger, but there have never been any wrap-around services (speech,
occupational therapy, or physical therapy) available where they live. There also were no private
schools available for children with disabilities, so they had to cope in public school, which has
been hard on Ashley. She said, “The toll of being so far away from family and the stress of
trying to raise four children including two with Autism has been extremely hard.” She added,
“Bryce is incredibly supportive of any decision I make regarding the kids, but it puts every
decision about the family all upon me.” At times, she said, “this has overwhelmed me.” Over the
past 10 years, she has battled depression and has also been hospitalized when the depression
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engulfed her. In addition, she has seen both a therapist and a counselor. She shared she was able
to be a part of a support group for preschool mothers when she was younger, but as her children
got older, her children struggled to find friends and become a part of any group, and she as well
found it difficult to find any friends or any type of support group to help her deal with the
anxiety of raising her children. Ashley mentioned, “As the children have gotten older, their
aggressive and difficult behaviors have lessened, and it has been much easier to deal with my
anxiety.” Ashley continued by saying, “Overall, there is still the overall feeling of isolation, and
I just approach life one day at a time.”
Lucy’s and Bailey’s stories do have characteristics similar to those of the other families.
Autistic families generally experience feelings of isolation, and this family experiences these
type of feelings even more due to the lack of support groups where they live and their closest
family being seven hours away. Ashley’s brother is also on the Autism spectrum. Finally, even
though they live in a different country and culture, their experience with churches was either
that they were completely unprepared to deal with their difficulties or uncaring, so the children
do not attend church.

Lisa
Lisa is a stay-at-home mom, and her husband, Rick, works as a contractor. The couple is
in their forties and have three children, ages 23, 22, and seven. Their son Jeff is 22 years old and
is Autistic. He was diagnosed at age two by a local hospital, the usual age of diagnosis of
children with Autism. His sister and brother are not on the spectrum. Jeff’s biggest difficulty is
aggressive tendencies. His aggressiveness is often directed toward his mother during his shower
and bedtime and toward his brother. His mother shared, “He does not realize his own strength,
so there remains a constant fear he will hurt a member of his family if the situation escalates.”
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The family has relatives close by who can help with the caregiving. These relatives are the
grandmother (Lisa’s mother), Lisa’s sister, and brother-in-law. Jeff also deals with anxiety
issues, and his mental development is equivalent to that of a preschooler. Television shows as
Barney & Friends and The Wiggles help him calm down. The family did not have strong support
from the church they were attending and did not feel they were welcome, so they are no longer
attending church, but they would attend if they felt supported by a church. Rick has relatives
who are also on the Autism spectrum. Rick’s father, brother, and a cousin deal with ADHD as
well.

Lynn/Jake
Lynn and her husband, Jake, live in the suburbs and are in their mid-forties. They both
work for the company her dad started. They have two children, a boy, 14, and a girl, 10. Their
son, Gabe, is on the Autistic spectrum. The past six years have been a struggle for Lisa. The
family she was raised in was remarkably close and spent a lot of time together. Everyone in her
family worked for the same company. Over the past six years, Lynn has lost both her mother
and father. During this time, she has also struggled with depression, and at times, has found it
difficult to move on from the death of her loved ones. Outside work, Lynn invests a lot of time
in her children. They go on outings together, go out to dinner from time to time, and recently
have gone on vacation to Disney World in Florida. They are a close family like her own family
was when she was growing up. Lynn shared, “Gabe’s Autism is challenging, but as he has
grown older, we have become more aware of his trigger points and his outbursts have become
less frequent.”
Jake also participated in the interview, so he shared part of his story as well. He is
involved with the children’s lives, but Lynn takes the lead on making decisions for the family.
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Jake handles his stress in a different way than Lynn. Lynn shared, “Over the years, Jake has
become an accomplished runner and enters small local races to keep busy and motivated and
relieve stress.”
Gabe, their older child, was diagnosed with Autism around age three and a half. During
the interview, Lynn explained, “We discovered Gabe was Autistic when Jake and I were looking
for answers to the problems we were having with Gabe after he was kicked out of preschool.”
She also shared, “Gabe’s biggest problem is he often becomes overwhelmed when he feels he
has too much is coming at him at one time; this then leads to anger.” Jake pointed out that Gabe
has changed as he has matured: “As he has moved into his teen years, Gabe has learned to
handle his short fuse and when he is feeling overwhelmed, he goes to a room where feels safe
and can calm down.” Gabe is high functioning and can attend public school. He also receives
help with socialization from local support group (Wonderkids). His peers from this group are his
only friends. Gabe’s parents have no one else to help with Gabe since his grandparents have
died. The family has attended church, but Gabe struggled to attend. Gabe has relatives who are
also on the Autism spectrum, with both parents having a nephew that is Autistic.

Kimberly
Kimberly is in her mid-sixties and is married to her partner of five years. She is semiretired and is also a personal assistant. Kimberly and her ex-husband, John, have two grown
children. Their daughter is in her mid-thirties, and their son, Jim, is 32 years old and has
Asperger syndrome. She believes her ex-husband, from whom she has been divorced for over 25
years, is on the Autism spectrum as well. She met Tina, her current spouse, around 10 years ago.
Kimberly shared, “It was exceedingly difficult raising two children on my own,
especially with Jim’s struggles with Asperger’s.” She became involved with some of the
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women’s circles at her church to help with the loneliness and isolation of being a single parent.
Kimberly shared, “Counseling was the best decision I made to help deal with getting over my
divorce and feeling I was a bad parent because I did not understand the struggles Jim was going
through during adolescence.” Kimberly also said, “At times, it was difficult to tell what the
Autism was and what was the kid when Jim acted out.” She continued, “Support groups were
available, but they would not have understood what it was like to raise a special needs child.”
Her schedule kept her terribly busy. Kimberly said, “I turn to music to have a part of my life that
is not related to being a parent and working.” She became so involved with the music program
at the church that she became the choir director and oversaw all the music. This was where she
met Tina. Tina also had several children and was divorced. Kimberly and Tina bonded over their
love for their music, their love for their children, and their love for spreading the Gospel. They
both have become certified lay speakers and are supportive of Jim’s dream of one day being a
pastor even though he amay struggle to achieve this goal due to his Asperger’s. Together,
Kimberly and Tina have raised their families. Kimberly describes herself as “an excellent
advocate in helping people understand Autism.” She said, “Autism is who Jim is. Finding a cure
is not the main priority—finding more ways for him to adapt and finding more ways for him to
integrate are what he needs the most.”
Jim was diagnosed with apraxia at age two and a half. With the help of early intervention
and a special needs project called the ARC project, Jim was able to learn sign language so that
he could express his thoughts and needs. Kimberly mentioned, “The main challenge I had while
raising him by myself [Jim’s father left when he was six years old] was discovering and
determining the reasoning behind his actions.” Kimberly said she often asked, “What were his
actions due to? Were the struggles he was having with Autism or were they the struggles he was
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having because he is a teenager?” Kimberly continued with this thought, saying, “Decisions had
to be made regarding what mattered enough to make a change or behavior modification and
[what] could be just overlooked.” Kimberly also shared, “Into his adult years, the biggest
struggle has been trying to help him, but not make his decisions for him as he tries to use ‘adult
thinking skills’ to work through situations and determine the possible consequences before
deciding.” Kimberly explained her thinking by saying, “A strong example of this type of
situation is planning the next step he would take if he decided to quit his job.”
Results
The Results section includes details about the steps taken to develop the themes that
emerged using data from the semi-structured interviews, organized surveys, parent
questionnaires, and parent interviews done in person and on zoom. Each method was chosen to
gain insight into the daily life of a parent raising an Autistic child. With these methods, four
major themes emerged, which will be discussed further within the theme development section
and expanded upon within the research question response section. The themes provided a clear
context for answering the research questions, which helped to determine how churches can begin
to develop a ministry to provide a ministry to families within their church that have an Autistic
child.
Four major themes developed within the data. The themes brought to light the
phenomenological experiences and feelings of the parents that were surveyed and interviewed in
their journey in raising an Autistic child. Two of the families explained their challenges on the
journey of raising not only one but two children on the Autistic spectrum.
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Theme Development
Themes were developed while the results were examined the three main collection
methods and then were further examined as the researcher used the results to evaluate the initial
research questions within the results section. The researcher developed the themes by counting
repeated words and phrases that were given by the participants within the collection methods.
The four themes that developed during the research and were exhibited through the results are as
follows:
1.

Sense or feeling of loss

2. The isolation that was felt and experienced
3. The lack of support from family, the church, and society
4. The development of the children regarding their ability to obtain an education
Theme 1: Sense of Loss
Eight families with a total of 10 children on the Autism spectrum were interviewed for
this study. Each family that was interviewed expressed the struggles that they had in raising a
child with Autism. Each of them felt they had given up their lives to raise their child. Each of
them expressed that they had or are still currently experiencing a sense or feeling of loss. They
had lost their own dreams and desires because their child’s interests came first. They felt they
had lost having an opportunity to do things as a couple because their focus was primarily on the
child that was Autistic. This theme will be further explained and evaluated within the next
section of the research question narratives.
Theme 2: Isolation
The second theme was the isolation felt and experienced by the families that were
interviewed. This was evident in all the families’ interviews. None of the children within these
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families had close friends either in or outside of school. Their families are their best friends, and
the family’s life can be very lonely and isolating. The families shared that the challenging
behaviors of their children, which often can result in physical harm to their caretakers or their
siblings, add to this problem daily. Three of the children are physically aggressive daily. They
lash out and attack their loved ones who are trying to help them and are their only caretakers.
Theme 3: Lack of Support
The third theme was the lack of support from family, the church, and society for the
families who were raising a child with Autism. Every family mentioned within their interview
that they had little or no emotional support from their church. Each family had their struggles of
trying to fit in within the life of the church. These findings are reported as well within the next
section where the surveys are discussed. These families were able to attend church, but if they
had a problem they needed to deal with or had problems adjusting to becoming a part of the life
of the church, they felt there was no one there they could turn to for support or to help them
change or adjust a program to make it more accessible for a special needs individual.
Theme 4: Children’s Education
The fourth theme that was mentioned was the development of the children and their
ability to obtain an education. This theme describes the challenges the families that were
interviewed faced in helping their child receive a quality education. First, most of the children
within these families were diagnosed at an early age, with the youngest being 18 months old and
the oldest being seven years old. The average age of diagnosis for the children of the parents in
this study was two. Most of the children were able to participate in public school with some
assistance, with two students attending private school. Within the school setting, these children
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received an IEP where their personal needs were addressed with such interventions as speech,
occupational, and physical therapy.

Research Question Narrative
In examining the responses of the collection methods and applying them to how they
answer or support the initial research questions, it is beneficial to reexamine the original
research questions. The initial research questions are as follows:
1. What possible types of support is an ASD parent looking for from the church they are
attending, and are they planning to get involved?
2. What kind of impact does a family’s relationship with its church have on its ability to
cope with the stress of having a child with ASD?
3. What would help to make a family with a special needs’ child aware of the programs for
their family within their church, and how can the program be more welcoming so the
family would feel there is an open invitation for them to a part of the church?
4. What resources will the church need to help support the needs of a family of a child who
has ASD?
The answers to each of these questions have become clearer after the completion of the research
and development of the themes.
Theme 1: Sense of Loss
The first theme was the sense or feeling of loss among the families that were
interviewed. This theme was evident within all the families and appeared to the most prominent
theme as the research was gathered. The families expressed they felt almost like they had lost
their own identity as individuals because so much of their time was spent taking care of their
child with special needs.
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Michael’s mother Katie mentioned that within their family life, “there is a constant sense
of loss because he is unable to do so many things.” He has a brother and a sister who are not on
the spectrum, but because he is, they are limited in the activities they can do as a family. Life is
even more difficult for them because of his catatonia. Katie shared”
It can happen any time and there is no precursor or indication it will happen. You live
your life in fear that it can happen because it can last up to an hour and there is no way to
stop it from happening or get him out of the situation, you just must wait it out.
This same feeling was expressed by Derek’s mother, Terry. She expressed Derek is nonverbal, and it is challenging at times to understand what his needs are. She said, “He sees the
world through his ears because he is so sensitive to sound,” adding, “He often wears two pairs of
headphones at one time so he will not be overwhelmed by any noise.” Terry expressed her
sadness by saying, “If only his heart could speak, then the world could see what a gentle spirit
he is.”
This same feeling of sense of loss was also expressed by Kevin’s mother, Rachel.
Kevin’s parents desire that both of their children believe in God. They shared that since Kevin is
14 years of age now, they have explained his disorder of Autism to him. His response broke
their heart. Kevin told them he no longer believes in God now because he did not understand
how “a loving God [could] create someone with Autism knowing they would have so many
struggles.” They confided to the researcher their fears that they had lost their son, since “his
faith in God was no longer important to him.” They calmed down after they had expressed their
fears.
This theme helps answer Research Question 1, which asked what possible types of
support an ASD parent is looking for from the church they are attend and whether they are
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planning to get involved. Within each family, the underlying need for emotional support seems
to be evident. Each participant was asked in their interview if the church was able to provide
emotional support to their family. Only one participant, Carol, shared she had received emotional
support from the church in helping to raise her child. Each participant expressed they wished
they had received emotional support in helping to raise their child from the church.
Theme 2: Isolation
The second research question focused on what impact a family’s relationship with its
church has on its ability to cope with the stress of having a child with ASD. Within these
interviews, it became clear that the church had a negative impact on the families’ ability to cope
with the stress of having a child with ASD. Three of the eight families involved in this study
changed churches multiple times until they found a church they liked. Two of the families
(Katie’s and Terry’s) attend one church but take their child to a different church to allow them to
socialize as well as to have support for themselves as part of a parent group that provides
support to the families. Four of the families (Gabe’s, Jim’s, Kevin and Kyle’s, and Lucy and
Bailey’s) had been attending for a while and had participated within the church and Sunday
school but found it difficult to keep attending because their children with Autism were not able
to understand the lessons. Finally, Jeff’s family left the church completely due to the frustration
of trying to fit in within the life of the church. The impact the church had on these families
overall seemed to be negative instead of positive. Each of the families had negative experiences
with their churches, which led to them being less involved and experiencing increased feelings
of isolation.
The family that experienced the isolation most evidently was Ashley and Bryce. The
couple lives in Saskatoon, Canada, seven hours away from any relatives. Ashley shared, “Within
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Canada, it is extremely difficult to get health care; it is extremely difficult to get any services for
your child, unless you can prove they are extremely sick.” On many occasions, Ashley and
Bryce attempted to get involved within a church only to be turned away because they have two
kids on the Autism spectrum. Ashley shared, “With Bryce gone all the time for his work, and
with no family around to help, the isolation became overwhelming. I sank into a deep depression
and was hospitalized for a few months.” She attempted to become part of support groups and the
school’s parent teacher organization, and the outcome was always the same; she had no success.
She shared, “The loneliness and isolation were still overwhelming because even though I was a
part of the groups, I did not feel welcome.”
Katie and Bruce also have struggled with isolation because of Michael’s condition.
Michael has had frequent stays within a mental hospital because of his physical outbursts toward
his family. He would go away for a brief period to help the family situation and to reevaluate the
medicine he was taking to help reduce his aggressive tendencies. Katie said in the interview,
“Our family has never felt comfortable in sharing this with others in the church until recently.”
She added:
Michael has struggled with these difficulties his whole life, and he is now 16 years old. It
has only until recently did I feel I could be myself around others when it came to
discussing Michael. We found a group who identified themselves as a Circle of Friends
who were all experiencing the same struggles with their children, but I have been to at
least 10 churches till I found this amount of support.
Carol also expressed her feelings of isolation in raising her son. Carol and Stewart both
participated in the interview, and both expressed the difficulties of raising Richard and the lack
of support and isolation and loneliness they experienced as he was growing up. Carol said,
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He is 27 years old now and has been involved in the church over the years, but only one
person reached out to him on a regular basis and that had only been within the last
couple of years. No one else has made the effort.
An incredibly significant part of the conversation came when Stewart expressed,
You know the church hires someone to reach out to the youth to help them know they
are loved by the church and to help them make decisions. They hire someone to reach
out to the elderly to help them know the church cares about them as well, yet we can’t
hire someone to reach out to the special need’s population. It’s like they don’t matter as
much.
The families’ feelings of isolation are evident within all these situations. Unfortunately, it seems
the churches that these families were involved in offered little or no support.
Theme 3: Lack of Support
Each of the families that was interviewed described the lack of emotional support from
the church they were attending. Every one of the families also expressed they had little or no
family that could help them and provide support in the day-to-day struggles of raising a child
with Autism, which put all the strain on the family. There would be no break and no help
offered. The support that was needed was described by all the families.
Derek’s mother, Terry, explained, “If he just had someone to work with him and [be]
alongside him within the church, it would make things so much easier for him to be a part of the
church.” Katie conveyed the same sentiments regarding the church’s dealings with Michael,
when she said:
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We appreciated the church was willing to work with him, but they needed to learn to treat
him as if he did not need to be fixed, that he was not broken. They needed to allow him to
do more typical things that other people do his age.
Ashley expressed her frustration as well. She did not appreciate the fact that the church
did not provide support for her son and daughter. She and her husband left many churches in
Canada and did not get involved with the church because of the lack of support and respect for
her family. She explained:
These young people have feelings and needs just like any other individual. They should
not be ignored or forgotten. If they are part of church, the church needs to care for them
as if they are present, that they matter, not like they are invisible. They need to envision
ways to reach out to these individuals so that they can enable them in ways that is
fundamental to growing as individuals.
Clearly, this theme helps answer Research Question 1, which investigated what possible types of
support an ASD parent looks for from their church and whether they plan to get involved.
This theme also helps answer Research Question 2, which asked what impact a family’s
relationship with its church has on its ability to cope with the stress of having a child with ASD.
The families strongly related within the interviews their frustration with the lack of support from
the church, especially as they tried to get their child involved within the church’s education
program. Kimberly shared her frustration with this problem, stating, “He [Jim] was allowed to
participate with the other children within Sunday school, but he was not on the same skill level
as them, so it made his experience even more frustrating.”
Michael seemed to have the most difficulty among the children of the families that were
interviewed. His mother, Katie, said, “On many occasions, I have attended different churches,
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but the result was always the same, that I received no emotional support from the church.” She
added:
Among the many ministries I visited, it felt like the church’s Sunday school programs
had no desire to learn about Autism, and they sought no additional resources to help
them design a better program. This was also my experience with worship services as
well. Instead of my son being accepted, members of the congregation would tell me to
quiet my son.
Derek had similar experiences with the churches and Sunday programs he attended. His
mother said:
My family received no emotional support from the church and that trying to incorporate
him within the Sunday school program was difficult as well. On a few occasions where
he was able to attend, I was asked to provide his own support staff to attend with him,
which added another difficulty because many agencies that worked with special needs
children did not provide staffing on Sunday.
Research Question 3 is difficult to answer based on the frustration within these families
to not be a part of the church because of the programs. This question asked, “What would help to
make a family with a special needs child aware of the programs for their family within their
church and how can the program be more welcoming so the family would feel there is an open
invitation for them to a part of the church?” Each of the families mentioned loud noises were
difficult for their child to manage. Michael’s mother, Katie, said, “He does not enjoy loud music,
and he is so much more comfortable either alone or with a few children around but not in large
groups.” Gabe’s mother, Lynn, described his situation similarly by saying that he has “an
aversion to loud noises.” In both cases, the music being played was the part of the program that
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the families found uninviting. As far as the church helping parents being more aware of the
programming that is meant for their special needs child, the answer that was the most prominent
was more training for the teachers. Terry’s answer was clear regarding this question: “It does not
have to be experts; just buy items they like. Don’t be surprised if music or loud noises bother
them either.”
This theme also supports Research Question 4, which asked, “What resources will the
church need to help support the needs of a family of a child who has ASD?” Seven of the
families reported that their child was not comfortable within large group settings and was not
comfortable with loud music playing. When they tried to help their child become a part of the
ministries of the churches they were attending, they were told their child needed to learn to
adjust instead of the director or the staff adjusting the program to help the child with Autism feel
more welcome and a part of the Sunday school program.
This point became infinitely clearer when the researcher examined Jim’s survey and the
answers given by his mother. Kimberly pointed out that working with Autistic children and their
families is not easy: “A church cannot simply run the same program they have always run
without make any adjustments or training their staff and believe it will be as effective as any
other program.” She also stated, “It is important for volunteers and staff that work with ASD to
understand that not all families are comfortable disclosing specifics about diagnosis and
interventions. It’s a fine line to walk.” Kimberly continued, “If a church has plans to reach out
and develop a solid special needs program, there absolutely has to be more training.” Within the
surveys and interviews completed by families that participated in this research, there was no
evidence of any adjustments made by churches in any programing or services.
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The surveys asked the families to reflect upon their lives and the support they received or
did not receive from the church they are attending or have attended. Nine of the 10 families
currently attended church, and the one that did not would if they found a church that would
support their family. One of the themes that consistently came across within the surveys was the
third theme, which was that many of these families felt overall they did not have support from
anyone except their own family. They believed there was especially a lack of support from their
church to help them raise a child with Autism. There was only one family who felt differently.
Kimberly felt there was “Overall acceptance for her child and that when she saw he could be a
part of the educational ministry, it was an affirmation to her that they were attending the right
church.”
The child Kim was referring to is Jim. Jim is high functioning, 32 years of age, and has
Asperger’s. When he was younger, no one within his church ever knew he was on the Autism
spectrum. He still had trouble forming friendships. Each family reported their child had trouble
making friendships within the church. Jim’s mother said he only had “surface-level friendships”
or “acquaintances” but no friends. Kimberly reported her son had the same experience within
church trying to build friendships, saying, “My child does not have any friends in the real sense
of the word.” Carol echoed this same theme in describing her son, Richard, who also has had
troubles establishing friendships, especially within the church. Carol mentioned that:
even though my son has been involved within the church for years, he receives no
support from any group and only receives any kind of emotional support from one
person from the church because he is so often misunderstood because of his Autism.
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Instead of receiving any emotional support from the church, these families received the exact
opposite: they received more difficulty trying to help their child fit in within another social
setting. This was true within both worship and Sunday school classes.
Theme 4: Children’s Education
The fourth theme helped answer Research Question 4, which asked, “What resources
will the church need to help support the needs of a family of a child who has ASD?” Only one
child so far has earned a college degree, and that is Jim, who has his associate degree. Jim’s
mother, Kimberly, said:
It was hard for me to get the help my son needed, but I did because unlike many of the
parents who had special needs children within the public school, I was willing to never
stop fighting for what he needed. Some parents were not willing to be an advocate for
their child. I was.
In my discussion with two separate churches who currently have Sunday school classes
designed to reach out to those students who have special needs within their congregation, both
churches confirmed that their programs were designed according to the abilities and the
education level of the students in devising a program for the Autistic children within their
churches. Both churches provided vibrant ministries when they were meeting and did well
reaching out to the families with children with Autism within their churches. The Autistic
children were educated in the life of Christ, and the parents were able to attend worship without
worrying about their child. The first church’s ministry is still in session, but the second is
struggling and currently not meeting due to the departure of the director.
Church staff and volunteers must be educated regarding the needs of the students and the
intricacies that makes Autistic children different from those who are not on the Autistic
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spectrum. Every one of the families mentioned that they did not get any emotional support from
the church. Within the churches was a lack of trained teachers who were familiar with Autistic
individuals and had little training. The churches also lacked enough individuals to staff the
classrooms. A resource that is needed is manpower.
Every one of the families mentioned that their child did not like being in large crowds
and did not like loud music. Traditional worship services were difficult for them to attend.
Richard’s mother, Carol, mentioned that “even though Richard participated in the church, he did
not attend youth group and found it difficult fitting in on the one mission trip he went on.” She
added, “Only one person on a weekly basis reached out to him; no one else from the church did
outside the walls of the church.”
Summary
Gathering information from these eight families was extremely rewarding and eye
opening. The interviews and the surveys brought to life the themes mentioned of the loneliness,
isolation, and overwhelming difficulty of raising an Autistic child. The literature review showed
there is a lack of information of studies regarding churches supporting the Autistic community
and helping them to feel welcome within the walls of the church by studying the
phenomenological day-to-day experiences of the families. The research was further supported by
the responses from the surveys and interviews of the families who are raising a child with special
needs such as Autism. These families felt they had little or no emotional support from their
church, and do not feel welcome or comfortable within their church, partly due to the condition
of the child. Their feelings are magnified by the lack of effort by their churches to reach out or
adjust their programming to help these families feel more comfortable. This is the same result
that was obtained in examining the research questions and analyzing the success of the programs.
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The research and the families continually showed families with special need’s children felt they
received no emotional support from their church. Within these families’ there is a frustration that
exists because there is not a concentrated effort to make a change or to get the families involved.
The two conversations I held with the churches that have current special needs ministries
confirmed that ministries could be built for Autistic individuals. These churches provide a
specific place designed for these families, and their staff is knowledgeable of the audience they
are reaching out to and willing to adjust and adapt as needed. Basically, the information collected
confirmed what was already believed to be true by the researcher: that ministries built to reach
out to Autistic individuals need to be adapted to the population they are targeting.
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CHAPTER FIVE: CONCLUSION
The purpose of this phenomenological study was to describe the life experiences and the
coping strategies of parents of children with Autism within western Pennsylvania. This chapter is
divided into six parts: a summary of the findings, discussion, implications, delimitations and
limitations, topics for future studies, and a summary of the research. The summary of the
research includes what is believed to be the most important takeaway from the information
collected.
Summary of Findings
The surveys, questionnaires, and interviews administered to the 10 families who were
interviewed for this research were extremely useful for gathering information. Four themes
emerged from the interviews. These themes were (a) the sense of feeling of feeling or loss, (b)
isolation, (c) lack of support from family, church, and society, and (d) the development of the
children along their education paths.
Within the surveys and questionnaires, the personal struggles of each of the families to
get their children involved within Sunday school emerged, as did the struggle of attending
worship services as a family. Even though some of the children of these families were able to
attend Sunday school, the information was difficult for them to grasp because the methods that
were used were not conducive to their learning styles. As far as attending worship, either the
families felt unwelcome, or the style of worship was not easy for the children to handle. All
families reported their children were not comfortable with loud music or being around large
groups of people. All the worship services these families visited contained both loud music and
large groups of people, so the families did not find it easy to attend as a family together.
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The first research question asked what possible types of support an ASD parent is looking
for from their church, and the answer that came out repeatedly was emotional support. This lined
up directly with the first theme that emerged within the research which was a sense of loss.
Families were looking for emotional support from their church. They did not feel the church
reached out to their child outside the walls of the church. The families that did at one time feel
close to their church, now had that same feeling of losing their church family. The families
reported no close friendships within the church, none of the families were still attending Sunday
school, and the ones who, in the past, had trouble understanding or adapting to the material. Most
of the parents who were interviewed also did not have many close ties to the church. Only two of
the mothers participated in a support group, and they emphasized in their interviews the struggles
they had in finding a church that had a support group. These two mothers repeatedly expressed
their frustration because there was no support for their child, and for years, they have attended
one church to meet their needs and a different church to meet their child’s needs. The frustration
the families felt in not getting enough emotional support to help them with the overwhelming
responsibility of raising a child with ASD is applicable to all areas of their lives. This frustration
was also very evident when they discussed the relationships they had with their family and their
friends. They felt isolated in their everyday lives and at times also felt overwhelmed in raising
their Autistic child.
The second research question asked what impact a family’s relationship with the church
has on its ability to cope with the stress of having a child with ASD. Within these interviews, it
was evident that the church had truly minor impact on helping the families cope with the stress
of having a child on the Autism spectrum. A few of the families had children that were involved
within the church from six years old into adulthood, they had little or no impact on the family or

126
the life of the child. Even those families who were able to attend worship felt unwelcome
because their child’s needs and capabilities were different from those of the other children in the
church. This information matches up well with the second theme that emerged within the
research, which is the isolation felt and experienced by the families in their journey raising a
child with Autism. The families’ relationship with the church should have a positive impact on
the family so that each member may learn and grow from the biblical teaching given. Instead,
within the lives of these families, the overall feeling was the impact was not positive, and the
existing feelings of loneliness and isolation increased. The church’s impact was felt by the
families but not in a way that was helpful to the church or the family. As mentioned earlier
within the research, the inability of the church to have a positive impact on one of the families
(Lisa and her son, Jeff) even pushed the family away from continuing to worship and socialize in
that church or any church even to this day.
The third research question asked what would help to make a family with a special needs
child aware of the programs for their family within their church and how the program could be
more welcoming so the family would feel there is an open invitation for them to a part of the
church. The answer to this question was supported by the third theme, the lack of support from
family, the church, and society by the families who were raising a child with Autism. Most of
the families answered that their children were sensitive to noise, had difficulty if they were
involved in a class that had more than a handful of people, and did better within a classroom
than within an auditorium. Spacing, sound, and groups of people were sensory issues described
by the parents within their answers. If a church is trying to reach out to families with a child
with Autism, the parents need to see that the program is designed with consideration of the
sensory issues of the children to show them they are loved and will be accepted. The church can
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do this by making a concentrated effort to reach the families. Based on the answers of the
families, the churches need to be better at opening up the lines of communication and have the
ministry team reach out personally to each family in the ministry. Phone calls, emails, text
messages, and personal visits were not mentioned by these families and could help open the
lines of communication between the families and the church. Surveys and questionnaires were a
part of the collection methods within this research and could greatly help the church gauge the
interest of these families and show the families that the church cares about their child as an
individual and not just another warm body. These families and children need to feel like they are
important to the church.
The final research question asked what resources the church would need to help support
the needs of a family of a child who has ASD. The fourth theme that emerged from the research
pertains to the ability of the child to obtain an education. As mentioned earlier, every one of the
families interviewed expressed that they did not get any emotional support from the church. The
biggest resource that seems to be needed is manpower. The church needs more people who have
a passion for working with families who have Autistic children. The church needs to provide
training and workshops that focus on the life of the Autistic child so that those willing to work
with the children are well trained. The children within the families also must be given the
opportunity to succeed and have their education program within their respective churches
designed to meet their needs. The atmosphere of their education within the church needs to be
similar to their education at school. The education needs to be designed to meet the needs of the
child and geared towards the strength of each child. Parents of these Autistic children may then
see that their children do matter to the church, and they will see the church is willing to make
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the effort to provide ministry to their whole family. The parents will notice the efforts of the
church and see their children matter to God and matter to the church.
Finally, the conversations between the researcher and the providers of current active
ministries made the research come alive. It can be difficult to design and implement a special
needs ministry geared toward Autistic children in a church, but with a professionally trained staff
as well as individuals who have a heart for reaching out to families who have Autistic children,
these ministries can slowly grow and be effective. The two churches the researcher spoke with
had this type of staff available, and their programs were effective in reaching families of the
church. No two ministries were the same, but both considered the needs of the families and
adjusted their ministry styles to meet those needs.
Discussion
The purpose of this section is to discuss the study findings in relationship to the
empirical and theoretical literature reviewed in Chapter Two.

Theoretical
As discussed in Chapter Two, the theoretical framework that was used within this
research was Abraham Maslow’s hierarchy of needs, which he established in 1943. This study
was phenomenological in its structure, and the information obtained showed comparable results
to the research done by Maslow: that all people need to be loved. One of the many struggles in
attempting ministry to families with special needs individuals, such as a family raising an
Autistic child, is to show them they are loved and accepted by the church despite the differences
in their lives and experiences in comparison to a family who does not have a special needs child.
These findings were similar to those from previous phenomenological research that has been
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done with families with a child with Autism. The findings were a lack of emotional support
from the churches that were attended by the families studied within the research.
This was the same discovery within this research, as each of the families felt that they
did not receive emotional support from the church. They felt no strong ties to the church, and
their feelings of isolation and loneliness did not disappear even with being a part of the church.
This study corroborates the previous research. An earlier study by Reynolds (2016) from Liberty
University focused on Maslow and Autistic individuals. Reynolds stated, “Maslow (1943)
described the basic needs as the driving force or motivators of one’s behavior and explained that
each need is related to the level of satisfaction of other needs which can vary among
individuals” (p. 56). The families within the present study did not have their children as part of
the Sunday school program or other activities of the church because their child did not feel like
they belonged within the program. They did not feel an emotional tie to the church. Their needs
to feel loved and like they belong to something were not being met. These needs are part of an
individual’s basic needs, according to Maslow. Poston (2009) and Wininger and Norman (2010)
described these basic needs as physiological, safety, social, esteem, and self-actualization. The
research conducted with these families shows that the youth are not able to reach selfactualization because they do not feel like they are loved, and they cannot show love to others
when they do not know what it looks or feels like to be loved by their church. This is right in
line with what Maslow believed. He believed self-actualization occurs when a person can show
love and affection and receive love and affection as well (Reynolds, 2016, p. 59).

Empirical
The study extends from numerous previous studies on including Autistic children within
public schools as well as the life of the church. It is over the last few years the focus of
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ministering to the family with special needs has shifted more toward ministering to the whole
family based on the family’s needs and not just what has been done traditionally of reaching out
to the parents. This research uncovered four major themes that were supported by the interviews
and questionnaires as well as previous research on including Autistic individuals within the life
of the church community.
The first theme that emerged within the research and was supported by the literature
involved the sense or feeling of loss among the families that were interviewed. Altiere and von
Kluge (2009) emphasized this thought within their research, which examined the effect the
initial diagnosis of Autism can have on a family. A diagnosis that their child is Autistic can be
devastating to a family, and this study supports the research. Altiere and von Kluge (2009)
expressed this view extremely well:
Every parent viewed the discovery that his or her child has Autism as a life-altering
event. All the families experienced despair, sadness, denial, confusion, and anger after
this finding. Four couples described the experience as a loss comparable to a death in the
family. Every parent wondered if his or her child would ever lead a “normal” life.
(p.145).
This grieving process does not stop at the diagnosis. The interviews revealed that the grieving
process continues throughout the child’s life.
Another theme that emerged within the research and was supported by the literature
involved the isolation that was felt and experienced by the families in raising a child with
Autism. This theme was discovered among most of the families within this study, and this
information supported and added onto the initial research.
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Woodgate et al. (2008) reported isolation as one of their main findings in their
interviews of parents of Autistic children. They reported on an earlier study from Gray(1997)
High Functioning Autistic Children and the Construction of “Normal Family Life,” which states
that often parents with a child with Autism that is especially aggressive isolate themselves to
avoid problems and because their child has a challenging time with their peers as well.
According to Gray (1993, 2002), “Although most parents with a child with Autism felt
stigmatized, parents of aggressive children were more likely to experience stigma more acutely
than parents of passive children” (p.1076). Further, “As a consequence, many parents isolated
themselves and their families from social contacts, finding communal encounters burdensome
because of the combination of their child’s disruptive, antisocial behaviors coupled with a
normal appearance” (Gray, 1993, p.1076). These feelings of isolation continue today, as
expressed by Lisa in her interview, as she mentioned she had to pull Jeff out of Sunday school
and has avoided church since that day even though it causes her to feel isolated.
Another theme that emerged within the research and was supported by the literature was
the lack of support from family, the church, and society in raising a child with Autism. This
theme supported research that was done before the interviews and the questionaries.
Tarakeshwar and Pargament (2001) reported that within their studies, 30% of the families they
interviewed felt abandoned by their church. The feelings of isolation and loneliness are
extraordinarily strong within families who have Autistic children. The report of 30% seems
small, but the importance is in the lack of overall support experienced by these families.
Gosztyla and Gelletagelter (2015) reported on the quality of couples’ marriages based on the
strength of their religious convictions. Within their work, Gosztyla and Gelletagelter (2015),
they mentioned that “positive religious strategies applied by parents of disabled children are
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grounded on a feeling of cooperation (and more widely – a relationship) with God” (Hutsebaut,
1980). This often involves a certain kind of religiousness. There have been many psychological
and sociological attempts to characterize this phenomenon. One of the attempts included a
paradigm of an attitude toward God. This phenomenological research examined the daily life
experiences and coping strategies of parents raising an Autistic child. According to the research,
with the help of families and their individual churches, these families can have additional
support when needed, especially if the parents have a strong marriage and strong convictions in
their relationship with God. This would seem to be true as within the present research, in which
the parents interviewed overall believed the churches they were involved with abandoned them,
so they no longer had close ties to the church or were able to continue to grow in their own
relationships with God. If they did not feel welcome or a part of their church, then they were not
attending or serving within the church either.
The final theme that emerged within the research and was supported by the literature
was the development of the children regarding their ability to obtain an education. Children with
disabilities are now receiving more attention regarding educational exclusion and right to
education. Educational policies are slowly beginning to change, possibly because of the
realization of the continual growth of number of individuals who have disabilities through the
years. As of 2011, it was estimated there were 650 million individuals who have a disability
worldwide (Bines & Phillipa, 2011). Each of the children with Autism in this study can attend
school, but they each have different educational capabilities. These capabilities must be
addressed in all circumstances, including school and church, so the children can receive
appropriate educational lessons. These educational lessons provide more insight into growing
research in reaching out to individuals with Autism. Research and programs are slowly
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progressing as they continue to build on the idea that “the capacity of education systems and
schools to respond to disability can also be supported by harnessing the resources of parents and
the wider community” (Bines & Phillipa, 2011, p. 423). The phenomenal method of studying
life experiences supported within this research will help enable insight into students’ individual
needs. Continual research within this field may result in additional information being found
supporting this theme.
This paper builds on all the aforementioned themes and takes one step further to gain more
insight into the struggles and daily experiences of a parent’s life in raising an Autistic child. This
paper looks at the life of an Autistic child from a parent’s perspective. There has been
extraordinarily little research from this perspective, especially with families living within a rural
area. The most recent research that was found was from Hoogsteen and Woodgate (2013),
which gave the parents’ perspectives, but not from families that lived in a rural area. This
research shed new light on the topic of including Autistic children within the life of the church
by giving a deeper personal insight into the daily life experiences of raising a child with special
needs. These findings can help churches that are looking to either improve or start their own
special needs ministry design their program around the needs of the child and benefit the family
involved in the program.
Implications
This section will address the theoretical, empirical, and practical implications of the
study.

Theoretical
The families that were interviewed shed light on what is like to raise an Autistic child.
Their words echoed the research that said raising an Autistic child is a very isolated and lonely
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world. This research was based on Maslow’s hierarchy of needs, established in 1943. Maslow
believed self-actualization is at the top of the hierarchy, and to achieve self-actualization is to
reach a point in one’s life where one is loved and can show love as well. Maslow describes the
basic needs as physiological, safety, social, esteem, and self-actualization (Poston, 2009;
Wininger & Norman, 2010). All people have these needs and desires and look for ways to fill
the voids that exist until the needs are met. Erik W. Carter built on Maslow’s theory by looking
at the need to form one’s faith, like Maslow’s self-actualization within his hierarchy. Carter
believes there is nothing different about an individual with a disability trying to formulate their
foundation of faith than someone who does not have a disability. According to Keeley (2010):
Having a disability, whether intellectual, physical, or emotional, is simply not a reliable
predictor of the importance people ascribe to their faith, the way the faith is formed, or
the aspirations they hold for their lives or their churches. (p. 129)
Keeley goes on to explain the difference lies primarily in the opportunities that are given
to children and adults with and without disabilities. He says individuals with disabilities “must
establish, explore, and express their faith within their churches” (Keeley 2010, p. 129). Without
the opportunities to become involved, learn, and grow within their church, these young people
and their families as well may never reach their full potential, their point of self-actualization.
The isolation and loneliness become even worse because the families may reach a point where
they no longer consider even their churches as a place, they feel safe or that their child is
accepted despite their difficulties. Without feeling loved or accepted, they slip further into
isolation.
Autistic children are like non-Autistic children in the fact that they desire to be loved
and can show love as well. They may require more attention than non-Autistic children because
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their needs are different. The interviews and surveys indicated these families, and these children
require more emotional support and more of a firsthand approach to help them become part of
the life of the church. They cannot be only contacted on Sunday morning or be reached out with
an occasional phone call. A successful ministry to these families of individuals with Autism
must be willing to make these families a top priority. The ministry team must get to know the
families and make sure they feel invited to be a part of the church if the church hopes to
establish a relationship with a family. Many families have endured great disappointments and
embarrassments when they have assumed that anyone, even the church, will accept their
children (Breeding & Hood, 2007). Self-actualization can occur for these individuals if they feel
welcome within the ministry and if they are able to be involved within the ministry of the church
as well. If the ministry can take the time to get to know these families and determine the
individual gifts of the children involved, then they may be able to determine how the gifts of
these children can be used within the life of the church.

Empirical
The empirical implication of this study is that a ministry to individuals with Autism can
be done and it does not have to be done on a grand scale. The purpose of this study was to
describe the life experiences and the coping strategies of parents of children with Autism within
western Pennsylvania, and any ministry to these families and their Autistic children must talk to
and listen to the parents of these families to be successful. A person with a disability is to be
considered a child of God just like anyone else and reaching out in ministry is just as important
as it would be to those who are not disabled.
Christians are expected to emulate Jesus’ concern for and direct intervention into the
lives of the disabled. If the Christian church is to represent Christ, the direct revelation of God to

136
the world, the church must take Jesus’ healing and restorative mission as seriously as his
preaching mission. It must seek out the isolated and bring them back into community. The
Christian church, as Christ in the world, must recognize the dignity of every human being
(Bunch, 2008).
The researcher was able to have conversations with two vibrant churches that took their
ministry to the disabled very seriously. The two ministries in action were quite different from
those at other churches. The first church received a grant to start their ministry. This allowed
them to build an area that was specifically designed to meet the needs of the families and
students involved. They had three classrooms, a sensory room, and a de-escalation room. They
also had a well-trained teaching staff. This church showed what a ministry could and should look
like if thought, passion, and workforce were sufficient. This church had taken full inclusion
seriously. They had moved beyond their fears and their hesitation and were making their best
effort to reach out to the individuals with special needs of the congregation. It begins with trying.
According to Webb-Mitchell (2010):
This will involve confronting the awkwardness that some church members experience,
both from the vantage point of the non-disabled member simply being with a member
with a disability, as well as the member with disabilities feeling uncomfortable with the
awkwardness of the member who is able-bodied. This is the next challenge for the
Church: total inclusion of people with disabilities. (p.4).
The second church only had one large classroom; their resources were not as plentiful as
the first church’s. Even though this church did not have the resources or manpower to be as
effective as the first church, they had a strong ministry to the parents. The “friendship circle”
that was established was not only beneficial to the children involved in the church, but also
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provided a strong peer support group for parents whose children were involved in their program.
The two current ministry programs are uniquely different based on the resources of the church.
It may be possible a new ministry could be designed according to the resources of each church
provided the ministry was willing to change and adapt their own program and learn from other
programs that have been effective in reaching out to the families of their respective churches.
Churches looking to start a special needs ministry to families with an Autistic child will
be able to use this information to begin to develop and design their ministry. It should not matter
if the church has 500 members with 15 families within the congregation that have a child with
special needs or if the entire church has 20 people. What does matter is if the people of the
church are open to the will of God and the prodding of the Holy Spirit to reach out to others. As
Webb-Mitchell (2010) put it,
This opens us up to an important question. If the Spirit of God is what unites us together
as one body in Christ, how do we learn about what these various gifts, talents, and
services do, or how they are to be practiced, and by what gestures, in the body of Christ?
What is proposed is that the gestures for each person’s God-‐given gift would be learned
and practiced within the context of a faith community, in which we are all to work
together toward the up-‐building of each other—with and without disabilities alike into
the head of the body. In other words, education in the body of Christ, given the truth that
it is based upon the body itself, is to be all-‐inclusive, because the Spirit of God is all-‐
inclusive, giving each person regardless of whether they are labeled as having a
disability—a gift, talent, and service in this body. (p. 9).
The Holy Spirit can work in and through those who are disabled and those who are not
disabled to design a ministry within a church that can reach those who have Autism within the
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church. The design can be developed by studying the big picture, the phenomenological
experiences of the parents who are raising these children. The development of the friendship
circle within the second church provided a glimpse into a possible outcome of using this
perspective. The friendship circle is made up of parents who get together and talk while their
children were involved within a ministry gathering provided by the church for their children so
that they could have a break and have fellowship with families that are like their own. The
friendship circle developed on its own, without any involvement of the staff from the church,
and soon became a valuable resource within the ministry. It enables the parents to discuss their
struggles, hopes, and fears around raising a child with special needs with other parents who are
going through the same or similar experiences and can understand the life they are living day in
and day out. This study’s purpose is to examine the phenomenological experiences of parents
who are raising a child with Autism, which is exactly what the development of the friendship
circle has accomplished.
Previous research has done an excellent job in providing information to churches as to
how be more inclusive to the special needs community, particularly those on the Autism
spectrum. Each of these resources, as well as numerous additional resources that have been
found in research, is qualitative work, but they are limited in their perspective on how to
incorporate special needs individuals within the life of the church because they lack the
knowledge and experience of those individuals who can provide the most insight into the life
and tendencies of the individuals themselves, which is their parents and caretakers. As
mentioned throughout this research, the best information to help build productive and beneficial
ministries to these families who have children with special needs comes from existing successful
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ministries that have the valuable information and insight pertaining to the daily challenges of
raising a child with special needs.
Overall, over 150 resources were examined regarding inclusion, parenting, and providing
ministry to individuals on the Autism spectrum. Only four were found that examined the life
experiences of the parents of the individuals (Altiere & von Kluge 2009; Hoogsteen &
Woodgate, 2013, Poston & Turnbull, 2004; Tarakeshwar & Pargament, 2001; von Kluge, 2009).
Hoogsteen and Woodgate (2013) discussed the main issue mentioned throughout this paper, the
lack of research within rural settings examining the life experiences of parents raising a child
with Autism. It is the goal of this research to examine these experiences and fill the gap of
earlier research within the area of inclusion and Autistic individuals.

Practical
The practical implications of the study are that to start a special needs ministry,
especially to the Autistic community, ministry cannot be done the same way it has always been
done. First, family life is different than what people expect or are used to seeing in a family that
does not have a child with special needs. According to Breeding and Hood (2007):
Having a sibling with a disability is not always bad. It’s good. It teaches you a lot of
lessons. I just wish people would take the time to get to know (someone with a
disability) before they just automatically think, “Oh, I don’t want anything to do with
them.” (p.286).
There must be a strong ministry team developed with a leader that is willing to reach out
personally to the families the church hopes to reach, and he or she must be very familiar with at
least a few tendencies of Autistic children. Within the research, each one of the families
mentioned their child was not comfortable with and unable to function within an environment
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that contained loud noises or included a large gathering of people. The ministry team must start
from here while designing their program. Parents of these families want the best for their
children. Again, according to Breeding and Hood (2007):
When asked what message they would give churches seeking to minister to families of
children with disabilities, they state that churches must move beyond “finding a place”
for them. What these children need is to be welcomed, and the parents’ desire is that
their children be wanted, not just tolerated. (p. 289).
As well as the lack of emotional support, each of the families mentioned that they were
looking for or had to change churches to find a support group as they deal with the daily
struggles and stress of raising an Autistic child. This is difficult to believe considering past
research has shown how beneficial a supportive religious environment can be for a family
raising a child with special needs. Ault et al. (2013) reported the importance of community,
stating:
Although participation in faith communities does not ensure that an individual with
developmental disabilities and their families will thrive in the areas of faith and
spirituality, the ability to meaningfully participate in a place of worship (to the extent
desired), may assist some individuals in fuller expression and development of their faith.
Therefore, additional research focusing on the social experiences and perceptions of
families of children with developmental disabilities, that facilitate inclusion and
participation, remains sorely needed (p.184).
Based on this knowledge, a ministry team should strongly consider developing a support
group for the parents as they are designing a program to reach the Autistic children of their
church.
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This is just the beginning. Another practical implication of this research is to help
churches remember who they are called to be from the beginning. Within Scripture, each church
is called to reach out to all, to evangelize to all, no matter who they are. They are to be reminded
of the great commission in Matthew 28:18–20:
18

Then Jesus came to them and said, “All authority in heaven and on earth has been

given to me. 19Therefore go and make disciples of all nations, baptizing them in the
name of the Father and of the Son and of the Holy Spirit, 20and teaching them to obey
everything I have commanded you. And surely, I am with you always, to the very end of
the age (NIV biblica.com).
Christians are told to make disciples of all nations, not just those who are like them or do
not have special needs. It is a challenge for a church to reach out to all kinds of individuals
within different populations. The church is not called to be complacent just because the world
has decided who is to be accepted and who is to be not accepted within society. Earlier within
the book of Matthew, the challenge to the church is more specific, as Jesus says to his disciples,
“‘14Let the little children come to me, and do not hinder them, for the kingdom of heaven
belongs to such as these.’ 15When he had placed his hands on them, he went on from there”
(Matthew 19:14–15 NIV). This occurred after the disciples were trying to turn people away and
rebuking people for bringing their children to Jesus. Once again, the message is obvious. Let all
children come to Jesus because the kingdom of heaven is theirs. Jesus does not exclude those
who are different from what society determines to be “normal.” The message is clear: “Make
disciples of all nations; let the little children come to me.” Christians must reach out and share
the Gospel with all. Completing this mission may require new ways of doing ministry or more
training for those who are teaching the Gospel to reach those who are different but still need to
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hear of the love of Jesus Christ. Every church must decide what resources will be needed to
adhere to the mission that has been laid before them.
Delimitations and Limitations
Delimitations and limitations in research must be exposed to gain complete knowledge of
the accuracy and dependability of the results of the study. Delimitations can also provide
information to direct future research.

Delimitations
The delimitation within this study is that all students of the families that were
interviewed have attended church one time or another. One of the reasons for this delimitation
was to limit the number of participants within the study and to limit the number of families that
would be involved and interviewed within the study. If participants that did not attend church
had been included, the results would not be reflective of the purpose of the study. The main
reason to limit the number of participants was that the study was conducted to examine the daily
life experiences of a parent raising a child with Autism and how the church could best support
them and become more inviting to them. The study was designed to investigate the lives of the
families who have a child with Autism and the assistance, if any, the church they attended was
providing them. Did the church provide emotional support to the family? Did the church include
the child within their activities or their Sunday school program? Was there any support or
assistance given to the family to help them handle the daily challenges of raising a child with
Autism? These questions could only be answered by a family with an Autistic child who was
either currently attending a church or had stopped attending their church for one reason or
another. A family with an Autistic child who did not attend church would not have the same
perspective as a family that attended church and would not be able to answer the questions and
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surveys within the study. The participants in this study were selected so that it would be possible
to determine whether the aspects of the programs they were involved in were beneficial or not to
the families. If positive strategies that were working could be identified, they could be used to
help design a ministry model for other churches to reach those individuals within the Autistic
community that desire to become involved within the life of the church.

Limitations
This study gathered the participants’ perspectives on the challenges of raising Autistic
children. Only parents were interviewed during the study; there were no interviews with the
siblings of the children or with any other relatives of the families. Therefore, there is limited
information regarding family dynamics. There was no information collected regarding the
effects of having a sibling who has Autism on other children within the family. The participants
represented few ethnic population groups (eight participants were Caucasian and two was
African American).
Secondly, the study did not include all parents of the children represented within the
study. There were eight families represented within the study. Among the eight, 10 women and
two men were interviewed, all who are parents of Autistic children. This limited the information
collected regarding the stress that can occur between spouses while raising an Autistic child.
Both couples discussed their relationship with their child. Carol and Stewart discussed how they
divided their son Richard’s responsibilities between the two of them to make sure he was able to
complete them successfully. Lynn and Jake discussed how they individually handle the stress of
raising an Autistic child. The couples discussed different topics, but both parents’ interviews
added to the research. In the future, interviewing both parents could result in more beneficial
information regarding the phenomenological experience of raising an Autistic child. This study
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design did not control for the age of the child of the participant, but just required that the
participant’s child be diagnosed with Autism. Thus, the experiences of the parents come from
different perspectives because their children are at different stages in life.
Additionally, two churches were contacted that had ministries to families with Autistic
children. Once again, the information that was obtained is valuable to the research, and it
provided a broader window for future ministries and the resources that could be used to grow an
Autism ministry. Including only families with Autism limited, as stated earlier, the number of
potential participants within the study.
The third limitation to the study was the size and qualifications of the ministry teams that
were attempting to reach out to their target population. These ministry teams needed more
manpower, more education on the population they were reaching out to, and a more
concentrated effort to design a better ministry.
Recommendations for Future Research
This study presents many considerations that could be used for future research. The first
consideration for research would be to do more genetic research with the study of Autism and
design considerations for ministry. Each one of the families that were interviewed had a relative
on the spectrum in addition to a child on the spectrum, which could mean there is a genetic tie
within the roots of the cause of Autism. In the future, each family that took part in the study
could each have at least two children within the family to examine the differences between
raising an Autistic child and raising a child who is not Autistic. The family dynamic can change
depending on the number of children within the family, and a non-Autistic child can help
provide some relief in raising their sibling who has special needs. A larger sample size of
parents that have Autistic children could also be beneficial when conducting future research to
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provide more insight into the daily life of raising an Autistic child. The development of the child
could be studied more closely, or participants could be chosen with a wider range of beliefs.
A second recommendation would be to determine the necessary qualifications of the
leader of the ministry to be started at a church. Many attempts at developing a special needs
ministry fail because the leader wanted to follow the same model, they had always used to
develop a ministry. Usually, this involves keeping a traditional style as well as not studying the
target population. The leader should be familiar with the population and able to think outside of
the box when it comes to developing a special needs ministry. The leader should also develop a
strong ministry team who has had experience working with Autistic students and are willing to
reach out to these students on their terms. The ministry team should include the parents of
prospective students to gain their opinion in developing a ministry. This would help the team
immensely with their planning process, especially to keep certain aspects out of their planning
that are a detriment to developing a friendly and inviting atmosphere for their prospective
students such as loud music or a large gathering of people.
A third consideration would be what would the ministry space geared toward Autistic
children should look like. In examining the lives of Autistic individuals though this research, the
same information surfaced repeatedly and should be considered when starting a ministry. This
information involved the sensory issues that many Autistic children have. Two considerations
that were mentioned repeatedly within the answers given by the parents on the questionnaires
and within the interviews were the level of sound and the number of people within the room.
Most of the parents expressed that their child did not like being involved in programs or being in
areas where there was a lot of noise because he or she was sensitive to sound. The second issue
that arose was that within social gatherings that were scheduled, there could not be more than a
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few people in each group because once again, their sensory issues prevented them from being
able to handle a large group, and the child would become overwhelmed. Before deciding the
space in which a ministry event should be or could be held, personnel in charge of the ministry
should consider possible sensory issues that could arise. A suggestion would be to ask the
parents involved within the ministry what sensory issues each of their children has.
Finally, future research could examine families that have more than one child who is on
the Autism spectrum. Two of the families that were interviewed had multiple children on the
spectrum, and all the families had another relative that was on the Autism spectrum. There
seems to be genetic connection that can be studied more in the future. Another reason to
consider studying a family that has two or more children who are Autistic instead of just one is
that having more than one child with Autism greatly changes the family dynamic. My wife and I
have three boys that are all Autistic. They have no one to help them but us. In families where
there is not just one child, the parents have additional help in taking care of and assisting the one
child who is on the Autistic spectrum because they have another child who is not. The more help
that is available, the more time and energy can be invested in helping the child, which may lead
to decreased feelings of isolation and loneliness compared to families that do not have this
advantage.
Summary
This research was initiated because not enough studies have been done examining life
experiences of raising an Autistic child. It is the belief of the researcher that if the church has a
strong desire to start or improve a ministry to these unique individuals who must deal with the
struggles of the disorder every day, then the church must be willing to adjust its ministry style
and rethink how it does ministry. It cannot provide a traditional ministry and expect the families
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within the church that have an Autistic child to feel welcome. The two practical ways churches
can learn to adjust their ministries can be achieved by reaching out to the individuals and their
families and adjusting the ministries to meet the needs of the individuals they hope to be
involved. Within this research, personnel from churches that currently have ministries to
families who have an Autistic child were interviewed to determine possible strategies regarding
what could and could not work to reach these families. Perhaps, this needs to be part of the plan
of building a ministry to these individuals. The information obtained can provide possible ideas
of how to reach out to the families and adjust the ministries to the needs of the children. As
mentioned within this research as well as previous research, the world of these families is one of
isolation and loneliness, and these families need emotional support. The church can help provide
this support if they are willing to make a solid effort to reach out to these families. These
ministries can be effective when they make the effort to change.
Derek is a 17-year-old African American teenager whose life has been impacted by his
church because they were willing to change and reach out to him. His family is one of the eight
families that were interviewed for this research. His mother, Terry, shared the numerous
struggles her family has had in finding a church that she felt welcomed her child with open arms.
She is an educated woman who has participated in many panel discussions and performed many
trainings within churches to help the churches’ teachers and parishioners be more inviting. She
has also given insight into the struggles Autistic children may have on a day-to-day basis. She
has experienced the ups and downs of raising an Autistic son and seen the struggles he has faced
in trying to fit in in the numerous churches they have attempted to attend. She has seen her son
be pushed out of Sunday school classes and youth groups and be told to shut up during the
worship service. At the church she attends now, her son on a regular basis goes and stands
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behind the minister up at the pulpit when he calls for members of the church to fulfill their
calling because every member of the church is a minister. She said, “Derek doesn’t talk, but I
know one day I can see it happen, he will shout out and praise the Lord because he has a heart
for God.” She also said, “If churches were just willing to meet these young people where they
are at and get to know them as individuals they will be pleasantly surprised of the amazing
young men and women of God that they are.” God can change people and meet them where they
are at, and as ministers of the Gospel, Christians and as the churches must realize if we desire to
have a ministry to reach out the Autistic community and their families, we must be willing to do
the same. We must be willing to meet them where they are on the journey in life and accept them
as who God has made them to be.
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Appendices
Appendix 1:

March 22, 2021
David Quel
Richard Green
Re: IRB Exemption - IRB-FY20-21-521 ALL GOD’S CHILDREN: AN EXPLORATORY STUDY OF
FACTORS TO PROMOTE INCLUSION OF AUTISTIC CHILDREN WITHIN LOCAL CHURCH
CONGREGATIONS
Dear David Quel, Richard Green:
The Liberty University Institutional Review Board (IRB) has reviewed your application in accordance
with the Office for Human Research Protections (OHRP) and Food and Drug Administration (FDA)
regulations and finds your study to be exempt from further IRB review. This means you may begin your
research with the data safeguarding methods mentioned in your approved application, and no further IRB
oversight is required.
Your study falls under the following exemption category, which identifies specific situations in which
human participants research is exempt from the policy set forth in 45 CFR 46:101(b):
Category 2. (iii). Research that only includes interactions involving educational tests (cognitive,
diagnostic, aptitude, achievement), survey procedures, interview procedures, or observation of public
behavior (including visual or auditory recording) if at least one of the following criteria is met:
The information obtained is recorded by the investigator in such a manner that the identity of the human
subjects can readily be ascertained, directly or through identifiers linked to the subjects, and an IRB
conducts a limited IRB review to make the determination required by §46.111(a)(7).
Your stamped consent form(s) and final versions of your study documents can be found under the
Attachments tab within the Submission Details section of your study on Cayuse IRB. Your stamped
consent form(s) should be copied and used to gain the consent of your research participants. If you plan to
provide your consent information electronically, the contents of the attached consent document(s) should
be made available without alteration.
Please note that this exemption only applies to your current research application, and any modifications to
your protocol must be reported to the Liberty University IRB for verification of continued exemption
status. You may report these changes by completing a modification submission through your Cayuse IRB
account.
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If you have any questions about this exemption or need assistance in determining whether possible
modifications to your protocol would change your exemption status, please email us at irb@liberty.edu.
Sincerely,
Administrative Chair of Institutional
Research Ethics Office
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Appendix 2:

Consent
Title of the Project: All God’s Children: An Exploratory Study of Factors to Promote Inclusion
of Autistic Children Within Local Church Congregations.
Principal Investigator: David J. Quel, MDiv/ M.Ed., Liberty University

Invitation to be Part of a Research Study
. You are invited to participate in a research study.
Participants will be included within the study under the following criteria,
1. Participants must be at least 18 years of age.
2. Participant must have the child on the Autism Spectrum and be labeled as such under a
questionnaire potential participant will be asked to complete and submit before admission into
the project. Questionnaire comes from this link from Autism
speaks: https://www.Autismspeaks.orgscreen-your-child. This is the M-CHAT-R.
3. Be someone who attends church or be someone who would attend church if a viable special
needs program were available.
4. The M-CHAT-R used to screen toddlers between 16 and 30 months for possibly being on the
Autism Spectrum. A score above 3 on this screen makes the child's parent eligible for the study.
Children are of being at risk with ASD with a score between 3 and 7. Children are considered of
being at high risk for ASD with a score between 8 and 20., you must be 18 years of age and be a
parent of a child who is on the Autistic Spectrum.
Taking part in this research project is voluntary.
Please take time to read this entire form and ask questions before deciding whether to take part in
this research project.
What is the study about and why is it being done?
The purpose of the study is to describe the life experiences and the coping strategies of parents of
children with Autism within Western Pennsylvania.
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What will happen if you take part in this study?
If you agree to be in this study, I will ask you to do the following things:
1. Contact me through email, text, or Facebook within one week of seeing or being sent the
invitation to join the study.
2. Complete and return the questionnaire that will be provided to you once you have
contacted me in your interest to be part of the study within two days of receiving the
questionnaire,
3. With the researcher, set up an interview that will take approximately 45 minutes to an
hour in length as the second part of the interview process and be willing to sign a consent
form so the session may be recorded.
How could you or others benefit from this study?
Benefits to society include:
•

This study of the lived experiences of the parents of children with Autism is significant in
many ways. Today, 3.5 million Americans are living with an Autism Spectrum Disorder
(Autism Society 2014).

•

This study gives a voice for individuals who are often looked at as being subhuman.

•

This study adds to the literature of education involving inclusion.

•

This study contributes theoretically to Maslow’s hierarchy of needs theory (1934) and
Bronfenbrenner’s bioecological theory (1979).

•

This study contributes to field of special needs individuals (particularly Autism) and the
field of parenting.

What risks might you experience from being in this study?
The risks involved in this study include:
•
•

The risks involved in this study are minimal, which means they are equal to the risks you
would encounter in everyday life.
Any suspected child abuse will be reported.
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How will personal information be protected?
The records of this study will be kept private. Research records will be stored securely, and only
the researcher will have access to the records.

•
•
•
•

Participant responses will be anonymous. Participant responses will be kept confidential
by pseudonyms. Interviews will be conducted in a location where others will not easily
overhear the conversation.
Data will be stored on a password-locked computer and may be used in future
presentations. After three years, all electronic records will be deleted.
Recordings will be stored on a password locked computer for three years and then erased.
Only the researcher will have access to these recordings.
Discuss any limits to confidentiality. [e.g., Confidentiality cannot be guaranteed in focus
group settings. While discouraged, other members of the focus group may share what
was discussed with persons outside of the group.]

Is study participation voluntary?
Participation in this study is voluntary. Your decision whether to participate will not affect your
current or future relations with Liberty University. If you decide to participate, you are free to
not answer any question or withdraw at any time [prior to submitting the survey without
affecting those relationships.
What should you do if you decide to withdraw from the study?
If you choose to withdraw from the study, please exit the survey and close your internet browser.
—OR—inform the researcher that you wish to discontinue your participation, and do not submit
your study materials. Your responses will not be recorded or included in the study.
Whom do you contact if you have questions or concerns about the study?
The researcher conducting this study [is David Quel. You may ask any questions you have now.
If you have questions later, you are encouraged to contact him at 724-289-0572 or
djquel@liberty.edu. You may also contact the researcher’s faculty sponsor, Dr. Richard Green at
rlgreen@liberty.edu.
Whom do you contact if you have questions about your rights as a research participant?
If you have any questions or concerns regarding this study and would like to talk to someone
other than the researcher, you are encouraged to contact the Institutional Review Board, 1971
University Blvd., Green Hall Ste. 2845, Lynchburg, VA 24515, or email at irb@liberty.edu
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Your Consent
By signing this document, you are agreeing to the person named below participating in this
study. Make sure you understand what the study is about before you sign. You will be given a
copy of this document for your records. The researcher will keep a copy with the study records.
If you have any questions about the study after you sign this document, you can contact the study
team using the information provided above.
I have read and understood the above information. I have asked questions and have received
answers. I agree for the person named below to take part in this study.
The researcher has my permission to audio-record/ the person named below as part of their
participation in this study.

____________________________________
Printed Subject Name
____________________________________
Signature & Date
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Appendix 3
Dear [Recipient]:

As a graduate student in the School of Education at Liberty University, I am conducting research
as part of the requirements for a Doctor of Education degree. The purpose of this
phenomenological study is to describe the life experiences and the coping strategies of parents of
children with Autism within Western Pennsylvania. I am writing to invite eligible participants to
join my study.

Participants will be included within the study under the following criteria,
1. Participants must be at least 18 years of age.
2. Participant must have the child on the Autism Spectrum and be labeled as such under a
questionnaire potential participant will be asked to complete and submit before admission into
the project. Questionnaire comes from this link from Autism
speaks: https://www.Autismspeaks.orgscreen-your-child. This is the M-CHAT-R.
3. The M-CHAT-R used to screen toddlers between 16 and 30 months for possibly being on the
Autism Spectrum. A score above 3 on this screen makes the child's parent eligible for the study.
Children are of being at risk with ASD with a score between 3 and 7. Children are considered of
being at high risk for ASD with a score between 8 and 20.
4. Be someone who attends church or be someone who would attend church if a viable special
needs program were available.
Names and other identifying information will be requested as part of this study, but the
information will remain confidential.
Potential applicants if accepted with a score of 3 or above 3 on the M-CHAT-R will be required
to complete an interview and two surveys. The interview will be done through zoom and be
approximately 45 minutes in length. The two surveys will be approximately 10 minutes in
length.
In order to participate, complete the attached survey and contact me at 724-289-0572/
djquel@liberty.edu if your score on the M-CHAT-R is above 3. To complete the survey, follow
this link https://www.Autismspeaks.orgscreen-your-child and it will give you a score once
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completed. Contact me if the score is 3 or higher and contact me by phone so I can verbally
verify your score. An interview can then be scheduled for zoom, and the two surveys can be
emailed to you.
A consent document is attached to this email and will be given to you when you complete the
survey. The consent document contains additional information about my research.
Please sign the consent document and return it to me at the time of the interview.
Sincerely,
David Quel
MDiv. / M.Ed.
Phone: 724-289-0572
Email: djquel@liberty.edu
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Appendix 4
Sample Interview Transcript
Interview
1.

At what age was your child diagnosed and what led you to believe something was
different about them?
Katie: Michael was about 3 years old when he was diagnosed. What led me to believe
something was different was he was mostly non-verbal. He could not speak in complete
sentences, and he would not often make a sound, and if he did it was sporadic.

2.

What are some of your child’s tendencies that are difficult in dealing with daily?
Katie: The most difficult thing to deal with in raising Michael is he can be catatonic.
He can remain in an emotional trance, and it can be as long as two hours before I can
awaken him. There is no pre-cursor and no warning before it happens. It makes you
scared to go out. It can happen anywhere like the car or the supermarket and then
you’re stuck there waiting until it’s all over because you can’t stop it. He also has
aggressive tendencies. He has physical outbursts where he can come after me or his
brother or sister. They are very understanding about his situation, but it is not the life
they should have to live.

3.

What would you say is the most challenging parts of raising a child with Autism?
Katie-There is a sense of loss that is overwhelming because you think about the life
you could have which you want and can never have because of the difficulties of your
own child. It can easily get you down. It’s tough, because you realize they are
activities and other things that you can and cannot do because of his sensory and
socialization issues.
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4.

Is there any wrap around services available to help with your child?
Katie- He has available to him waiver services and outpatient speech therapy.

5.

Do you have any family or friends close by that can offer some relief or provide some
assistance to you that may help ease your burden in raising a child with Autism?
Katie-No I do not. Both of my parents have died, and they were our main help. My
sister lives close by, but she has an Autistic son of her own to take care of with his
daily concerns.

6.

What are some coping strategies that you have used when your child is lashing out or
escalating in a physical manner?
Katie-The coping strategies that work best for him are redirection and taking short car
trips.

7.

Does your child attend public or a special school?
Katie-Private

8.

Does your child have a peer group to associate with or participate with in activities?
Katie- He attends a group called a Friendship circle at another local church which
meets once a month. All the kids have special needs. The Friendship circle offers a
program where the kids can be themselves. The event is like a party with games,
decorations, and snacks. It is also an opportunity where the parents of these children
can receive respirate care away from all their responsibilities of raising a special
needs child, and a place where parents can share stories, ideas, and receive emotional
support from other parents who have similar situations in raising their children.
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9.

Are there any support groups available for families like yours?
Katie-Not that I am aware of. Our family uses the Friendship circle as our support
group.

10.

Have you seen any of your other relatives have Autistic tendencies?
Katie-my sister has a teenage son who is Autistic.

11.

What direction do you believe the research should focus on to help find a cure for
Autism?
Katie- The research will be best served if there can be discovered new ways to
minimize the negative behaviors and emotional outbursts that Autistic individuals
may display. It would be ideal if these behaviors could be eliminated, but this cannot
happen right away. Small steps must be taken in order to make progress.

.12.

Would you be part of a program within the church if it were instructed or led by
individuals who were familiar with Autism and the program was available for your
child?
Katie- yes, I would be willing to work with them. I can give them ideas, but I would
not want to teach.

